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ABSTRACT 
Backgrounds: Adults with intellectual disabilities (ID) face important health disparities, 
and are underrepresented in research.  There is a particular lack of research from the 
perspective of members of this population. However, adults with ID are living longer 
than ever before, and, after a long history of institutionalization, are aging in the 
community.  Aging adults with ID face important support gaps and challenges as 
pioneers in aging in the community. Aging women with ID are further marginalized by 
gender and age.   This qualitative, participatory study explores lived experiences of aging 
and elderly women with intellectual disabilities.  
Methods: In order to maximize voice for participants with ID, this study used qualitative, 
participatory methods including individual interviewing and Photo Voice, a participatory 
technique where participants are given cameras and become co-researchers on the project 
as they document their worlds.  
Results: Important themes emerged including: The experience of aging with ID is a 
gendered phenomenon, anticipation of increased independence and community 
????
?participation as a result of aging, community inclusion and the importance of 
relationships and belonging. 
Discussion: While further research is needed to quantify the experiences described by 
participants, the importance of community inclusion and relationships suggests that 
policy level supports for aging in place and individualized planning with be important for 
this generation of adults with ID. This thesis concludes with recommendations as to how 
adults with ID can best be supported in achieving healthy aging from a systems 
perspective.   
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CHAPTER ONE
 
Introduction 
I was scared of my Aunt Rebecca when I was a child.  As my grandmother's 
youngest child, Becky was 12 years younger than my mother, and different in a way that 
my family seemed unwilling to name.  Intellectual disability was called mental 
retardation when I was a child, but no one used those words in front of me, or at all.  
Becky knew she was different, too--my grandma tells a heartbreaking story of my aunt at 
age 12 staring at a poster of a smiling, graceful ballerina in pink toe shoes and saying she 
wanted to be like that dancer, yet knowing that this dream was impossible.  As a small 
child, I also knew Becky was different.  Mainstreaming of children with disabilities was 
just beginning in the early 1980s, though, and so the only points of comparison I had for 
my aunt were other adults.   
Other adults picked me up when I cried, stroked my hair and told me that 
everything was going to be alright.  My aunt put her hands over her ears and screamed.  
Other adults talked to each other, took turns in their speech, looked at each other's faces 
as they talked.  My aunt talked to herself, repeating conversations that had happened 
years ago, voicing both parts, and kept her face down, with her hand covering her eyes.  
She talked slowly, and when another adult tried to draw her into conversation, she bit her 
hands.  Her hands were covered with bite marks, and she would scratch them until they 
bled.  Other adults humored me when I talked to them about ponies, transformers and 
Sesame Street; my aunt looked away and told my mother to put me down.  My 
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grandmother would bring Becky a plastic bowl of chips and tell her to drink water, 
remind her to go to the bathroom, ask my aunt how she felt and listen patiently for her 
response.  My family circled around my aunt, protecting her and trying to draw her in. 
Even as a young child, I felt responsible for her.   
My aunt lived in a group home then, when group homes were still a new idea, but 
came to my grandmother's house every weekend.   In her early twenties, Becky was at the 
forefront of a huge societal shift towards community inclusion.  When my aunt was born 
in the early 1960s, it was still common practice to take children like her, put them in an 
institution, and move on.  My grandmother kept my aunt home, did her best, and never 
talked about my aunt's clear differences. My grandfather was a lawyer, one of the first 
Jews to go to Harvard, and one of the first Jews to buy a home in the suburb where my 
mother and her siblings grew up.  Born in America to immigrant parents, my grandpa was 
determined to make good, to find the American dream. The social pressure must have 
been intense, and my grandmother describes intense isolation.  Though there was not 
much out there, my grandmother searched desperately for schools and programs to 
support children like her youngest, and she fought the public schools in her town to allow 
my aunt to attend school.   
Then, in the mid-1970s, parents of children with what were starting to be called 
special needs began to organize and advocate for the support needed to keep their 
children at home.  Horrible tales of physical and sexual abuse behind the closed doors of 
the institutions began to emerge.  A book of photojournalism visually recording suffering 
and cramped, inhumane institutional conditions made its way into the hands of the 
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Kennedys, around the same time that news of Willowbrook--a New York institution 
where disabled children were purposefully infected with hepatitis in the name of science-
-was coming to light.   Influenced by the civil rights movement, parents of disabled 
children began to talk about civil rights for their children, too. Slowly, the institutions 
began to close, and people who had spent their whole lives on the campus of the state 
schools suddenly found themselves living in the community.  
 This change in society started with young children who now lived with their 
parents, and so there was not much infrastructure in place to serve the newly de-
institutionalized adults.  Social service agencies, clinics, care providers and government 
bureaus all had to adapt, and quickly.  The needs of deinstitutionalized adults were 
complex, and included job training, assistance with activities of daily living, financial 
support, and the need for human connection.  Many adults leaving the institutions had 
been all but abandoned by their families and had no one.  Communities had to change, 
too, and had to learn to integrate people with disabilities. 
We have come a long way since the institutions closed.  Children with disabilities 
are mainstreamed in schools, and I fully expect that classrooms in the elementary school 
up the street from my house contain children with and without disabilities.  I expect that 
the non-disabled children who file off the school bus each morning are used to interacting 
with kids with disabilities.  I expect that teachers at this school talk about disability, and 
disability rights, and send children to the office for calling other kids retarded.   Adults 
with intellectual disabilities work in my community, check out books and DVDs from the 
library down the road, chat with me at the bus stop, and sit next to me in the waiting 
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room at my primary care provider's office.  When my aunt and I go out together, it is 
more than likely that the server at our restaurant has interacted with people with 
disabilities before, and will ask her, not me, what she will have for lunch (though I still 
always tip well when a server asks my aunt how she would like her burger without 
looking at me).  The Department of Mental Retardation recently changed its name to the 
Department of Developmental Services (DDS), after a long advocacy push by people 
with ID (Mass Advocates Standing Strong, personal communication, 2012; Department 
of Developmental services, 2013).  DDS now advocates choice and support for people 
with ID, and pushes for community inclusion, for full citizenship and personhood 
(Department of Developmental Services, 2013). 
 My grandmother is not the religious type, but her voice takes on a tone of 
reverence and prayer when she talks about how far we have come since my aunt’s birth.  
Now my aunt works in a community placement where she is an artist.  Becky’s art is sold 
for good money, and her work is meaningful.  She lives in a shared living arrangement in 
the downstairs apartment of her brother's two family home, with a roommate who 
receives free room and board in exchange for helping her.  My family is in and out of my 
aunt's apartment constantly, and we take her to movies, shopping, and to parties. My aunt 
is a participating member of her world, and she makes choice, small and large, with our 
help. She is integrated into society, and says that she enjoys her life. 
We have come a long way since the institutions closed, but we still have a long 
way to go.  My aunt's generation is the first cohort of adults with intellectual disabilities 
to age in the community.  In the past, people with ID lived and died in the institutions, 
??
5 
and generally did not have long life spans (Trent, 1994; Perkins & Moran, 2010). 
Released from the institutions, this generation of aging adults was at the forefront of a 
societal shift to integrate our communities.  We made up services as we went along, and 
we put people through discrimination and hardship as we learned that adults with 
intellectual disabilities have the same right as anyone to sit in a restaurant and choose 
their own meal, or to choose their own life course to the best of their ability.  We have 
learned, but people with ID still face significant health disparities, and are less likely than 
the general population to access preventive health services (Wilkinson, 2008; Krahn et al, 
2006).  Adults with ID are more likely to live below the poverty line (Emerson, 2007), to 
be unemployed or underemployed, despite capacity to work (Smith & Butterworth, 2009; 
Zalewska & Sulewski, 2012), and to show symptoms of depression (Lunsky, 2003).  
Women with intellectual disabilities are more likely than  both other women in the 
general population and those with other kinds of disabilities to have been victims of 
sexual assault (Carmody, 1991; Horner-Johnson & Drum, 2006).  Isolation and stigma 
remain huge challenges (Cummins & Lau, 2003).  More work is needed, and will be 
needed for a long time to come. 
This generation of aging adults with IDD was at the forefront of social change, 
and, as they age, they are once again pioneers.  They are the first to age in the 
community, and once again there are service gaps and knowledge gaps regarding elderly 
adults with IDD.   And as one of my service provider informants said “It's not easy to be 
a pioneer.”  There are inherent challenges to going first.   
This thesis is about the pioneers of this generation.  In many ways, it's a family 
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story.  It is about my grandmother, who at age 85, says she fears getting old and dying 
because she is not sure what will become of her youngest daughter, despite my family’s 
promises to always stand by my aunt.  It is about my aunt, who has seen more than a 
lifetime's worth of changes, and who constantly inspires me with how she has made a life 
for herself.  It's about me and my world, which has always been informed by advocacy, 
and by my family story.  However, I do not believe that anyone's story is ever theirs 
alone, or that our stories develop by themselves.  My family story takes place in context, 
a context that asked my grandmother to abandon my aunt as less human than her other 
children, and which has slowly begun to grant my aunt personhood as she approaches her 
fifties.   I am fiercely protective of my aunt, because she is my family and she enriches 
my life, but also because I know that her story takes place in context.  I know that the 
very real discrimination she faces is connected to broader structures of racism, sexism, 
heteronormativity, ageism and other oppressions that have flourished in our world.  
Watching my aunt interact with neighbors, cashiers at the grocery store, subway drivers 
and clinicians, I see the history she has lived coloring everyone's behavior.  So this is a 
family story, but it is also about the context in which my aunt and other aging women 
with intellectual disabilities live.   
 
Research Questions and Thesis Overview 
At the start of my study, I thought that there would be extensive resources and 
literature available regarding this population.  Instead, I found extensive gaps, especially 
in research focused on the experiences and self-perceptions of aging and elderly adults 
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with intellectual disabilities. A thorough review of the literature will be presented in 
Chapter Two, which provides a background to this study.  I will discuss ID and aging 
from several perspectives, including anthropology, critical disability studies, social work 
and public health.  Chapter Two will also detail the gaps I found, most notably the lack of 
research from the perspective of women with ID.   
My research question emerged from this gap.  Put simply, I wanted to explore the 
lives, experiences and perspectives of aging and elderly women with intellectual 
disabilities, in order to gain an understand of how they, themselves, would define and 
operationalize healthy aging, in their own words.  I divided my question into five sub-
areas, which I will detail below:  
1. There is a notable gap in the literature regarding the perspective of 
women with intellectual disabilities, which warrants beginning with 
very basic questions.  I wanted to know what it was like to be an aging 
or elderly woman with ID.   
2. I was interested in how the intersecting marginalizations of age, gender 
and disability impact the lived experiences of aging/elderly women with 
ID, and in how these intersections contribute to the social construction 
of disability.  
3. I hoped to gather data that would provide an experientially grounded 
understanding of what healthy and successful aging mean for this 
population. I also hoped to explore the barriers to and supports for 
healthy aging. 
??
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4. I was interesting in looking at aging with ID from a broader standpoint, 
and in exploring, from a health systems perspective, what can be done to 
support healthy aging?  
5. Finally, I asked how can aging and elderly women with ID be involved 
in defining and achieving healthy aging? How can we maximize voice, 
autonomy and self-determination for aging women with intellectual 
disabilities? 
In order to address these questions, I developed a research plan which will be 
described in detail in Chapter Three, “Methods”.  I will also describe how I navigated the 
ethical challenges involved in conducting research with a vulnerable population in 
Chapter Three.  Throughout the research process I strove to protect adults with ID from 
harm while respecting their autonomy and self-determination.  Despite my commitment 
to avoid paternalism, and the strong examples of promoting dignity for people with ID 
that surrounded me growing up, I found these waters hard to navigate, challenges I will 
detail in Chapter Three.  I will also describe my research design, which included 
interviews with women with ID and the use of photo voice.  Photo voice is a participatory 
research technique where co-researchers with ID were given cameras and asked to 
document their worlds. 
In Chapter Four, “Intersecting Marginalizations”, I will discuss the impact of 
gender on my study participants.  I will begin by detailing the construction of ID and 
gender within the confines of institutionalization, showing that definitions of both 
disability and womanhood were socially constructed and often served to reinforce each 
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other.  I will focus on caregiving, both inside and outside the institution, as a gendered 
concept.  I will then discuss other gendered aspects of ID and aging, including issues of 
body image and the aging body and lack of acknowledgement of women with ID as 
women, as symbolized by participants’ struggles to access information about menopause. 
I will conclude with a discussion of voice and voicelessness of elderly women with ID as 
a women’s issue.  I will discuss photo voice in this context. 
Chapter Five, titled “Growing Older, Growing Stronger” focuses on the lived 
experience of aging women with ID in two important and inter-related areas, 
independence and community inclusion.  I will first discuss the perception, common 
among participants, that aging represented increased competence, skills and 
opportunities.  As many participants described, their lives thus far have been an upwards 
trajectory towards increased independence, and they expect this trajectory to continue.  In 
this discussion, I will present a model of competency that encompasses four domains, 
including individual factors, such as personal skills and abilities, environmental factors, 
such as the presence of support and high expectations, community factors, and self-
advocacy factors.  Then, I will discuss community inclusion and integration as a factor 
supporting increased competency, independence and quality of life for people with ID.  I 
will consider inclusion and isolation in a historical context, as all participants have seen 
decreased segregation over the course of their lives.  Related to inclusion are issues of 
visibility and invisibility, a theme I will discuss in relationship to care providers for aging 
adults with ID, who often reported feelings of isolation and invisibility.  I will conclude 
with a discussion of how to maintain important gains in visibility and inclusion as adults 
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with ID age. 
In all my interviews, I was struck by the importance that participants placed on 
their relationships.  In Chapter Six, “I Want to Die Here Because Carole Loves Me So 
Much: The Importance of Relationship”, I will discuss relationships as an importance 
means of empowerment and meaning-making.  Relationships also provided participants 
with senses of identity, belonging and happiness.  Many participants also spoke about 
their relationships as important to their ability to advocate for themselves and achieve 
their goals.  Decisions were often made in the context of relationship, a concept I will 
discuss through a women’s studies lens.  Finally, I will discuss participants’ experience of 
the loss that inevitably occurs as we age and the people close to us pass away.  For many 
participants, experiences of loss centered on their parents, either as anticipated or real 
sources of grief.  The literature that parents of adults with ID worry about the impact that 
their death will have on their adult children and describes interventions aimed at parents--
but not their children with ID. This finding is interesting from an advocacy perspective, 
in light of the literature, because it suggests that adults with ID can and should be 
included in discussions of how to prepare for the death of their parents, discussions that 
currently often leave them out. I will conclude with recommendations for leveraging the 
power of relationship into the development of effective supports for adults with ID. 
As discussed, this generation of adults with ID is the first to age in the 
community, and, as such, our health and social services systems have not yet caught up to 
the needs of this population.  In Chapter Seven, titled “Legacy: Policy Implications”, I 
will contextualize participants’ experiences through a discussion of challenges and 
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opportunities for the health care system.  While previous chapters have looked at 
participants as individuals, Chapter Seven will describe the policy implications of 
individual experiences and will view participants as representatives of systemic factors.  
In this chapter, I will use an advocacy framework.   
Finally, I will conclude with a discussion of joy and meaning in the lives of 
participants in Chapter Eight, “Conclusion: Joy and a Meaningful Life.”  Joy is an often 
overlooked aspect of life with ID, and I will present the complex ways that participants 
created joyful and meaningful lives.  I will argue that all interventions and planning 
decisions for adults with ID should recognize this capacity for joy and should support 
adults with ID in leading meaningful lives throughout their later years. 
 
Theoretical Perspectives 
As I write this, I am aware of my own privilege as an insider anthropologist--
someone studying issues about which I have intimate, personal knowledge, yet writing 
about my people from the privileged position of academia. In the old days, the voices of 
anthropologists, who were mostly white men, were almost invisible in their writings 
about “exotic” other cultures and peoples.   Feminist thought challenges the idea that one 
person can tell another person’s story, let alone the story of an entire community (Garcia, 
2000; Dyrness, 2008).  The old model of anthropologist as video camera documenting 
and preserving others’ practices and beliefs has slowly been replaced by the knowledge 
that all researchers bring with them their own beliefs, biases, privileges and ideas-in other 
words, we bring ourselves and our culture to everything we do, including our research 
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(Weaver, 2002).  As such, it is vital to be aware of one’s own perspective and biases 
(Grobsmith, 1997; Jacobs-Huey, 2002).  Insider anthropologists bring with them specific 
insight into the communities they study, but they also bring the biases inherent in being a 
member of their research population (Dyrness, 2008; Jacobs-Huey, 2002). 
I am a non-intellectually disabled woman who has lived in the land of disability 
by extension.  My connection with my family affords me a unique view of intellectual 
disability.  I approach my research as a family member with strong views about advocacy, 
inclusion and self-determination.  I am a feminist, and I approach my work through this 
lens. 
I come to women’s health research after a career as a home birth midwife. I 
became a midwife because I was fascinated with issues of voice, and choice: when and 
how women decide what happens to their bodies, and when their access to choice is 
constrained by situations and policies beyond their control.  In my practice, I often 
watched women attempt to make choices in a world where their options were limited.  As 
examples, I worked with women in El Paso, Texas who chose to give birth with midwives 
at our birth center because we were the only facility in town that offered care in Spanish, 
and women in rural Oregon who chose not to breastfeed because their family would be 
homeless if they did not return to work two weeks after giving birth, and their employer 
did not permit them to take breaks to pump or feed their infants.  I worked with women 
who choose to stay with abusive men because they lacked the resources to financially 
support their children alone, and I worked with women who choose to have children 
because they had heard all their lives that a woman’s value lays solely in her reproductive 
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capacity.  As a result, I don’t believe in personal choice.  Instead, I believe in systems, 
and I believe that individuals make choices within the context of these systems. I 
approach research as an opportunity to describe and ultimately improve systems through 
the collective experiences of the individuals who live within them.   This thesis would be 
very different if someone else wrote it, and my own background is part of the context in 
which I began asking questions about aging and elderly women with intellectual 
disabilities. 
My research question related to the experience of women with ID was born out of 
my frustration with the lack of literature related to the perspectives and lived experiences 
of women with intellectual disabilities. This gap is also present in much of the medical 
literature related to women’s health. Women are described in terms of their uteri, their 
genetic markers and their risk factors, but their lived experiences are often glossed over, 
if they are mentioned at all.  This lack of voice is even more pronounced in the literature 
relating to women with ID.  I sensed an underlying assumption that women with ID were 
unable to speak for themselves.  As I read the literature, I became more and more aware 
of stark contrasts with my own family, where my aunt has clear and articulate opinions, 
preferences and desires.   Though it takes a commitment to listen to her, and a 
comfortable environment where she can speak up, my experience with my aunt let me 
know that the premise of women with ID as voiceless is false, at least in my family's 
case.  Uncovering this false premise in the literature led me to adopt a phenomenological 
theoretical perspective.  As phenomenology is concerned with peoples’ experiences and 
the meaning they create from these experiences, it seemed like a natural fit for 
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understanding what it is to be aging with an intellectual disability. 
I formulated my research question after immersing myself in the critical disability 
studies and feminist disability studies literature. Anthropologists Nancy Scheper-Hughes 
and Margaret Locke demarcate three bodies-the individual, social and political bodies 
(Scheper-Hughes and Locke, 1987).  This is applicable to critical disability studies 
(CDS), which locates disability in the social body, rather than individual bodies.  As 
Tanya Titchkovsky explains, impairment may be a condition of an individual body, but 
impairment does not constitute disability.  Rather, disability is socially constructed as the 
individual with the impairment interacts with a social and cultural world designed for the 
able-bodied.  This ableist orientation and prioritizing of the able-bodied constructs the 
condition of impairment into disability (Titchkovsky, 2003).  Critical disability studies 
posits that just as disability is socially constructed from impairment, it can be 
deconstructed as well, through an inclusionist orientation. Through a critical disability 
studies lens, ID can be seen as located in the political body, rather than in individual 
bodies or minds.  Feminist disability studies take these ideas one step further, connecting 
the social constructs of gender and gender roles to the social construct of disability, 
arguing that gender and disability are often constructed from the same cloth, and must be 
examined together (Garland-Thomson, 2005; Lloyd, 1992). 
 In attempting to understand the experiences of individuals with ID, I wanted to 
consider the contexts in which they lived their lives.  It did not feel ethical to me to 
consider the manifestations of stigma related to institutionalization in my participants' 
lives, for example, without considering the social context in which institutionalization 
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happened, as this would personalize—and therefore minimize-- larger (and very real) 
social and policy issues (Carlson, 2001; Shogren et al, 2009, Gerber, 1990).  To leave out 
context and policy and societal level realities would be to further disable participants in 
that it would frame their lived experiences in individual terms, related to their personal 
impairments.  Critical disability studies posit that society, culture and systems of 
oppression create disability from impairment (Titchkosky, 2003).  I felt that a focus on 
impairment, rather than the social context of disability, would falsely locate disability in 
the individual body, rather than the political body (Scheper-Hughes and Locke, 1987). 
For this reason, I decided to use a lens of critical medical anthropology, the 
theoretical perspective inside medical anthropology that is most closely aligned with 
critical and feminist disability studies.  Critical medical anthropology posits that health, 
illness and health beliefs are direct results of social conditions, and considers the role of 
oppression and structural violence in determining health. 
Closely related to issues of intersecting marginalizations and voice are questions 
of autonomy and decision making.  In thinking about the provider-centered and family-
centered literature about women with ID, I wondered if there was a similar slant towards 
provider and family control of decision making.  Defining autonomy for women with ID 
seemed like an important background theoretical consideration that falls under the 
umbrella of critical disability studies and critical medical anthropology.  Maximizing 
autonomy was an important question for me as a feminist. In addition, I was interested in 
the ways that the social construction of disability mirrored the social construction of 
gender, and how both social constructions served to limit autonomy and choice (Carlson, 
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2001). 
In selecting the theoretical perspectives of phenomenological and critical 
approaches, I committed myself to seeking to understand the lived experiences of aging 
and elderly women with ID on levels both individual and societal.  My goal was to arrive 
at generalizable conclusion that could impact the health care system as it struggles to 
develop the needed infrastructure for aging adults with ID.  Throughout the research 
process, I strove to arrive at recommendations and solutions that are built on the voices 
and desires of aging and elderly women with ID. 
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CHAPTER TWO 
??????????????? ????????????????????
Introduction 
There is a paucity of literature related to aging adults with intellectual disabilities, 
and even less qualitative literature exploring the life experiences and desires of this 
population.  In this chapter, I will provide an overview of the available literature, 
including research from medicine, public health, social work and women’s studies, as 
well as anthropology.  I will first discuss intellectual disability (ID) as a concept, and 
provide a historical overview of ID in the United States, including our history of 
institutionalization and segregation of people with ID.  I will pay attention to ID’s 
historical development as a gendered concept, which will be discussed in more depth in 
Chapter Four.   I will also discuss the theoretical model of critical disability studies and 
the social construction of disability, as well as feminist disability studies.  I will provide 
an overview of the anthropology literature related to intellectual disability, as well as 
identify gaps in the literature. 
I will then discuss literature related to aging with ID, surveying the anthropology, 
medical, public health and social work literature.  Aging and people with ID is most often 
discussed in individual terms, as a family problem faced by parents/relatives of adults 
with ID.  There is also a growing body of literature that addresses aging adults with ID as 
a health systems problem, because this generation of aging and elderly adults with ID is 
the first to age in the community and need services from the general health care system.  
There is growing concern that health care infrastructure has not caught up with the needs 
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of aging and elderly adults with ID.  I will conclude my discussion with an examination 
of aging and intellectual disabilities through a women’s studies lens.  Throughout, I will 
highlight the gaps in the literature that influenced my research questions. 
 
Defining Intellectual Disability 
Intellectual disability is defined as significant limitations in “ both intellectual 
functioning and in adaptive behavior, which covers many everyday social and practical 
skills” that originate before the age of 18 (Schalock et al, 2007; AAIDD, updated 2013).  
It is important to note that previously, ID was defined by IQ only, with an IQ of 75 or 
under qualifying as an intellectual disability.  Current thinking has moved towards a more 
functionality-based definition that looks at an individual’s capacity for independence, 
ability to function in the complex environment of modern society and ability to navigate 
every day living.  The current definition of ID looks at adaptive behavior across three 
domains, including conceptual, social and practical skills.  This is thought to capture both 
a broader and more individualized picture than IQ testing alone.  The current definition, 
put forth by the American Association on Intellectual and Developmental Disabilities 
also encourages clinicians to consider cultural and ethnic diversity and its impact on 
individual behavior when diagnosing ID (AAIDD, updated 2013).  Clinicians are 
encouraged to assess the individual in the context of his or her life. AAID’s definition 
was arrived at in 2008, after consultation with people with ID and their supporters 
(Schalock et al, 2007). 
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In 2010, AAIDD published the 11th edition of the manual Intellectual Disability: 
Definition, Classification and Systems of Supports.  This manual is considered the “gold 
standard” in the field, and uses the functionality-based definition discussed above.  It is 
also the first manual to use the term “intellectual disability.”  Intellectual disability was 
previously known by many names, including mental retardation and developmental 
disability.  The name change is the result of a long advocacy campaign by people with 
intellectual disabilities and their supporters (Caldwell, 2010; Schalock et al, 2007).  
Mental retardation is thought to be a stigmatizing term (Massachusetts Advocates 
Standing Strong, personal conversation, 2012).  To a lesser extent, developmental 
disability (DD) is also felt to be stigmatizing, in that it implies that adults with ID have 
failed to develop and perpetual children doing the work of “developing” that most others 
do during childhood and then outgrow (Schalock et al, 2007).  Intellectual disability is the 
preferred term (AAIDD, updated 2013). 
Though there are a few ethnographies of ID, which I will discuss later, there is a 
paucity of literature related to intellectual disability, especially within anthropology 
(Klotz, 2004; Battles, 2011).  Most scholarship related to ID comes from the disciplines 
of medicine, public health and social work.   Medicine and public health related 
scholarship has established people with ID as a disparity population (Gill& Brown, 2000; 
Perkins & Moran, 2010; Sullivan et al, 2006; Krahn et al, 2006.).  Disparities exist in 
primary care access (Wilkinson et al 2012; Wilkinson et al in press; Walsh & Heller, 
2002), oral health (Cumella et al, 2000; Turner, 2008), cancer screening (Sullivan et al, 
2003; Wilkinson et al, 2007.), access to health education and health promotion (Truffey-
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Wine et al, 2006; Hogg, 2006; Jurkowski & Paul-Ward, 2007) and access to treatment for 
substance abuse and mental health care (Taggert et al, 2007; Slayter et al, 2010), among 
others.  Many health care providers lack specific training in caring for people with 
intellectual disabilities, and therefore may not have the skills they need to provide 
optimal care to patients with ID (Phillips et at, 2004; Wilkinson et al 2012,).  Lipson and 
Rogers (2000) raise an interesting point regarding this lack of training; they feel that lack 
of disability specific education for providers in turn reduces autonomy in medical 
decision making for people with disabilities.  Because providers lack exposure to people 
with disabilities and training in interacting with people, they may be less likely to provide 
accessible health education and condition/procedure specific information to people with 
disabilities, thereby potentially missing opportunities to offer people with disabilities 
fully informed decision making surrounding their health and health care.  They may be 
less likely to offer choices, and to respect the stated wishes of people with disabilities in 
regards to their health care (Lipson & Rodgers, 2000). 
In addition to health disparities, people with ID also face economic disparities.  
According to one survey, only 18% percent of adults with ID who want to work are 
gainfully employed (Bureau of Labor Statistics, 2011).  In addition, many adults with ID 
who are employed work in jobs with low earning potential, and underemployment 
remains a significant concern (Butterworth et al, 2011).   Despite barriers to work, 
employment is thought to contribute greatly to quality of life and sense of self-worth 
(Kober & Eggleton, 2005;  Eggleton, 1999).  A high percentage of the adult population 
with ID lives at or below the poverty level (Emerson, 2007; Braddock et al, 2011).   
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Stigma, which I will discuss in depth later, can be an important barrier for people with 
ID.  The medical and public health literature almost without exception refers to ID as a 
biologically constructed medical condition, (Manion & Bersani, 1987; Klotz, 2004), an 
idea which I will discuss later in terms of critical disability studies. 
The social work literature related to ID often discusses ID in terms of family 
systems.  Literature is often from the perspective of family members, particularly 
mothers.  Studies have established that mothers of children and of adult children with 
intellectual disabilities have higher than average levels of stress and stress-related health 
complications (Yamaki et al, 2009, Emerson, 2003.).   The stress experienced by mothers 
of adult children is thought to be unique, and is differentiated from the stress experienced 
by women who are care givers in other relationships, such as those who care for a spouse 
with Alzheimer’s disease (Smith, 1996).  Feminist scholars theorize that the burden of 
care, and thus the associated stress, often fall to mothers by default (Rapp & Ginsburg, 
2001).  In light of the potential stress for mothers, the social work literature often focuses 
on “treating” the family system as a whole, including siblings, and discusses supports in 
terms of supporting both the individual with ID and his/her family (Hastings et al, 2005).  
In this context, interventions that give families more control and options, rather than 
leaving decision making to professionals, are thought to be beneficial (Knox et al, 2000; 
Freedman et al, 2000). 
It is important to note that though some research incorporates the voice of people 
with ID quite effectively and establishes qualitative research with people with ID as a 
viable, valid research method (McCarthy, 2002; Wilkinson et al 2011; Knox et al, 2000; 
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Mayes et al, 2011), most scholarship focuses on the perspective of care providers and 
family members.  There is a significant gap in health topic related research that focuses 
on the experiences and voices of people with ID.  This gap in research, and the ensuing 
lack of research representation can be considered as another disparity facing people with 
ID (Iacono, 2006). 
Intellectual Disability in History 
Many of the above discussed disparities might be the result of our country’s long 
history of institutionalization and segregation of people with ID.  Starting in the early-
1800s, people with ID were placed in institutional settings (Trent, 1994).  These 
institutions originated as alms-houses or poor houses to provide basic shelter and food to 
the very poor, single mothers and the crippled.  In the mid-1800s, it became fashionable 
to educate the “morons” into productive citizens.  This was intimately connected to the 
social and economic reorganization of the industrial revolution which, as people moved 
to the cities, made town-wide support of the “village idiot” no longer a practical solution.  
As American society shifted away from village life, towards a more financially driven 
system, being “feeble-minded”, and therefore unable to financially support oneself, 
became more of a problem.  This shifting economic landscape combined with the new-
found drive to “educate” and “train” people with ID lead to the creation of specialized 
institutions for only people with ID.  At first, these institutions were seen as schools for 
children, only, with “educatable” adults to be graduated into jobs in the community.  
However, as institutionalization progressed, the stigma of ID increased, as children in 
communities were no longer growing up with children with ID, a lack of exposure which 
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served to further make people with ID “other”.  This increasing stigma combined with 
increased urbanization and need for individual, rather than familial, financial solvency 
lead to the institutions becoming life-long dwelling places for people with ID.  From the 
late 1800s through the 1970s, people with ID lived and died in institutions, with very 
little community contact (Trent, 1994).  
 It is important to note that treatment of “feebleminded” people of both genders 
was happening in a context where women, by virtue of being female, were seen as 
intellectually inferior to males (Smith-Rosenberg & Rosenberg, 1973).  I have been 
unable to locate any scholarship that discusses how cultural beliefs about male 
intellectual superiority affected social constructions of maleness for men with ID during 
this time period, though this kind of historical research would certainly be relevant.  The 
gendered implications of ID and institutionalization for women will be discussed at 
length in Chapter Four. 
The late 1960s and early 1970s in the United States were a decade of change, and 
other liberation movements, such as the civil rights movement and the women’s 
movement, as well as gains in civil rights for gay and lesbian Americans impacted people 
with intellectual disabilities, too(Trent, 1994; Caldwell, 2010).  Deinstitutionalization 
was at first initiated by parents of young children, who began to organize in support of 
community-based options that would allow them to keep their children at home (Trent, 
1994).  The movement gained momentum and publicity when abuses in the institutions 
came to light.  For example, photojournalists Blatt and Kaplan documented overcrowded, 
unsanitary  conditions with children chained to beds in their book, Christmas in Purgatory 
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(Blatt & Kaplan, 1966).  The brutality of these images is haunting, and catalyzed national 
attention, as did “surprise” visits to two New York institutions by Senator Robert 
Kennedy(Blatt, 1970; Arc of Massachusetts, 2010).  Around the same time, reports of 
experiments at Willowbrook State School, where children were knowingly infected with 
hepatitis (Krugman, 1976), as well as rampant physical and sexual abuse at institutions  
(Kolodny, 2004) nationwide argued convincingly for de-institutionalization (Trent, 1994; 
Blatt, 1969).    
Deinstitutionalization happened slowly, as a process, with state schools closing 
down in the 1970s through early 1990s, with one institution in Massachusetts currently 
still in operation, though not without controversy (Arc of Massachusetts, 2010).  It is 
important to note that though people with ID were deinstitutionalized into the 
community, social changes do not happen over night, and, especially at first, residential 
inclusion did not translate into social inclusion. People with ID faced significant stigma 
as communities adjusted to their presence (Kolodny, 2004; Cummins 2003; Edgerton, 
1993).   
However, overall, living in the community has been positive for adults with ID 
(Arc of Massachusetts, 2010).  In a sample of adults with behavioral challenges, 
challenging behaviors decreased with time after deinstitutionalization (Kim et al, 2001).  
In addition, community living has increased self-determination (Wehmeyer et al, 2008) 
and social skills (Nota et al, 2007) and may have a positive impact on quality of life. 
(Heller et al, 1998).  Deinstitutionalization was chronicled anthropologically through 
Edgerton’s longitudinal ethnographies of de-institutionalized adults (Edgerton, 1993; 
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Edgerton & Gaston, 1991).  Edgerton has been criticized for a lack of focus on the voices 
of people with ID (Gerber, 1990).  In my readings of Edgerton, I hear an acceptance of 
institutionalization as a fact of life, rather than a cultural decision reflective of cultural 
norms. 
Responding to History: Critical Disability Studies and Feminist Disability Studies 
This history of institutionalization, caregiving and the construction of ID gets at 
some of the important questions raised by critical disability studies, an academic 
discipline that examines the social construction of disability.   Anthropologists Nancy 
Scheper-Hughes and Margaret Locke demarcate three bodies-the individual, social and 
political bodies (Scheper-Hughes and Locke, 1987).  This is applicable to critical 
disability studies, which locates disability in the political body, rather than individual 
bodies.  As Tanya Titchkovsky explains, impairment may be a condition of an individual 
body, but impairment does not constitute disability.  Rather, disability is socially 
constructed as the individual with the impairment interacts with a social and cultural 
world designed for the able-bodied.  This ableist orientation, and prioritization of the 
able-bodied constructs the condition of impairment into disability (Titchkovsky, 2003).  
Critical disability studies posits that just as disability is socially constructed from 
impairment, it can be deconstructed as well, through an inclusionist orientation. Through 
a CDS lens, ID can be seen as located in the social body, rather than in individual bodies 
or minds.   Critical disability studies provides important insight into the social nature of 
disability. However, there is a paucity of CDS literature examining intellectual 
disabilities. 
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Feminist Disability Studies 
Feminist disability studies take these ideas one step further, connecting the social 
constructs of gender and gender roles to the social construct of disability.   Like Carlson, 
feminist disability studies scholars examine the intersection between disability/ableism 
and other socially constructed oppressions, including racism and sexism.  Garland-
Thomson argues that just as women’s studies are needed to inform discussions of history, 
sociology and other social sciences, women’s studies must be informed by disability 
studies and the experience of women with disabilities. She furthers argues that disability 
studies is enriched and enhanced when viewed through a lens of women’s studies 
(Garland-Thomson, 2005).  Finally, she argues that though not all women have 
disabilities, the social construction of disability and the ways in which people with 
disabilities are treated impact all women.  Disability issues therefore become women’s 
issues in that they speak to the treatment of all women (and men) in the society in which 
disability is constructed (Garland-Thomson, 2002). 
Garland-Thomson’s argument that the female experience is mediated by the 
disability experience and vice-versa mirrors examples in queer theory, which posits that 
heteronormativity reinforces confining gender expectations, and is thus limiting for all 
women, not just lesbians (McRuer, 2003).   In addition, gender normative expectations of 
the female body are limiting in much the same way that ableism limits and confines 
female bodies; as such, both are examples of sexism and the harmful effects of 
patriarchal culture (McRuer, 2003;  Meekosha & Dowse, 1997). These are both example 
??
27 
of intersectionality, an important principle in feminist studies.  Intersectionality examines 
the ways in which various marginalizations and identities, such as race, class, gender and 
disability status, intersect and interact on multiple levels.  These interactions reinforce, 
contribute to and create systms of social inequity (Schulz & Mullings, eds, 2006).  
Many feminist disability studies scholars take an intersectional approach to 
disability and women’s studies.  In addition, feminist disability studies provides a lens 
though which to view the social construction of gender and of disability.  For example, 
Lloyd discusses how women are viewed as disabled when they cannot complete the 
household work that is expected of their gender. This focus on normative gender roles 
isolates women with disabilities—and by extension all women—through the hetero- 
normative claim that they are somehow “less a woman” if they cannot clean and cook for 
their man (Lloyd, 1992).   
Work by Marshal and Garcia in Oaxaca provides another example of the gendered 
construction of disability through interviews with women with physical disabilities about 
employment.  Due to the culturally accepted practice of hiring only conventionally 
attractive women to work in the tourist-centered economy of Oaxaca city, very few of 
these women had been able to find gainful employment.  Though the participants were 
capable of work, they were prevented from working by a gendered beauty norm.  The 
biological reality of their impairments did not prevent them from working, but their 
inability to conform to a beauty norm derailed their ability to support themselves 
financially (Marshal & Garcia Jaurez, 2003). 
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McCarthy’s work related to the experiences of women with ID in accessing 
contraception is an example of applied feminist disability studies in that she examines 
how socially constructed ideas about disability mediate and lead to what many women 
experienced as traumatic experiences of being forced to receive contraceptive injections.  
Women in McCarthy’s study did not feel empowered to refuse, due to the treatment they 
received as a result of their disability, a reality that McCarthy deconstructs as socially 
created (McCarthy, 2009).  This study represents an example of feminist disability 
studies scholarship focused exclusively on intellectual disability.  The only other two 
pieces of scholarship related to intellectual disability and feminist disability studies that I 
was able to locate after extensive literature searches were work related to gender and the 
institution by Licia Carlson (2001), and scholarship related to caregiving by Eva Feder 
Kittay (2001). 
Dialogues of Citizenship & Disability 
Feminist disability studies has some, but not much, overlap with anthropology, 
most of which related to ideas of biomedical citizenship.  This concept is defined by 
Good et al as the study of how “membership in a state, a society or even humanity itself 
is mediated by prevailing regimes of health-related power and knowledge. Following 
Foucault, unspoken and under-recognized inequalities are often cast as biopolitics; 
inversely, following Paul Rabinow, subjects who organize around common illness 
experiences to fight for recognition, therapy or reparations enact biosociality” (Good et 
al, eds, 2010, page 177).  In other words, the presence of illness or disability mediates or 
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determines our potential for belonging, either to our particular culture or community, to 
the larger human race.  Biosociality talks about the creation of other “races” or cultural 
groups based on the presence of a particular illness or disability.  
Rayna Rapp discusses this concept as it relates to people with intellectual 
disabilities, in particular Down Syndrome (DS), who are sometimes perceived as 
belonging to the  “culture” or social group of DS, or as sharing kinship more closely with 
other people with DS than they do with their own families and genetic relatives (Rapp, 
1999).  Though Rapp has an admittedly complicated perspective on this issue, she 
explores the biosociality of people with DS and subsequent feeling that a relative with DS 
is less of a relative than someone who does not have DS as a potential reason that parents 
might choose to abort a fetus with DS.  Katz Rothman, in contrast, challenges 
biosociality on feminist grounds, claiming that constructing kin on the basis of either 
biosociality or genetic relationships devalues the work of caregiving and the importance 
of relationship.  She asserts that a less patriarchal approach would be to construct kin on 
the basis of relationship and care provided (Katz Rothman, 1989).  Under this model, 
rather than “belonging” most to other people with Down syndrome, an individual 
“belongs” to the people he or she loves, and to those who care for her.  Rather than 
constructing DS or other disability as a form of kinship, Katz Rothman suggests that we 
look instead to relationships. 
Rapp also looks at biosociality and the kin relationship in a 2001 article, co-
written with Faye Ginsburg, where she contrasts the disability rights movement, which 
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accepts that person with a disability as a citizen of the society in which she lives, with the 
trend towards prenatal diagnosis of disability.  The prenatal diagnosis movement locates 
disability within the political body, and can deny the citizenship of individuals with 
disabilities through a drive towards termination of pregnancies that would result in a baby 
with a disability.  As society accepts the responsibility for preventing disability through 
selective abortion, individuals with disabilities are denied citizenship.  However, prenatal 
screening has medicalized disability, constructing it technologically, which can 
marginalize the predominantly female caregivers, who often construct it socially/within 
kin. Rapp describes investing resources in technologies to detect disability, rather than in 
support and wages for (predominantly female) caregivers for people with disabilities as a 
gendered choice (Rapp & Ginsburg, 2001).   
For Das and Addlakha, who explore gendered constructions of disability and 
citizenship amidst the violence of the partition in post-war India, gendered constructions 
of disability have the potential to make disability itself (rather than the person with 
disability) an object.  They point out that gender and disability are often socially 
constructed together, as discussed above, related to feminist disability studies, and is 
influenced by societal conditions such as the poverty of the partition.  As constructing 
disability as speaking louder than the person with the disability often silences disabled 
disabilities, women may be disproportionately silenced when disability status precludes 
citizenship (Das & Addlakha, 2001). Meekosha and Dowse second this argument in their 
paper calling for increased consideration of disability in discussion of citizenship 
(Meekosha & Dowse, 1997).  
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Disability And Anthropology 
In general, however anthropology has not focused much on disability.  Heather 
Battles and Mary Manion, among others, challenge this historical inattention to disability 
(Manion, 1987 ; Battles, 2011).  Battles, in particular, contends that since disability is a 
always at least partially socially constructed, anthropological inquiries into disability 
have the potential to shed at least as much light onto the societies that construct disability.  
She challenges the widely accepted myth that disability is a modern phenomenon, and 
that individuals with disabilities were left to die in the pre-modern era (Battles, 2011).   In 
another article, Battles describes chronic disability as a place of liminality, or an 
unknown, limbo-like place in between two known identities.  She calls more 
anthropological scholarship to move past the “freakishness factor” and explore this 
construction (Battles, 2008). 
 Other disability-related anthropology has focused on constructions of the body 
and identity, such as Manderson’s exploration of how newly acquired disability altered 
and impacted people’s constructions of the self (Manderson, 2011).  Other 
anthropologists have studied specific disability conditions, such as Frank’s 
phenomenological explorations of life with congenital disabilities (Frank, 1984) or 
Ablon’s body of work related to dwarfism (Ablon, 1984). 
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Intellectual Disability in Anthropology 
 If there is a dearth of anthropological literature related to disability, the gaps 
widens when it comes to intellectual disability.  After an extensive literature search, I 
found several ethnographies related to people with intellectual disabilities.  The first and 
most well known is work conducted by Edgerton and his students who formed 
relationships with recently de-institutionalized adults in the 1970s and told their stories in 
a series of books (Edgerton,1993; Edgerton & Gaston, 1991).  Some of these 
relationships were very long-standing, spanning 30 years or more.  Edgerton theorizes 
that adults with ID are inherently not as competent as others, due to their disability, yet 
they want desperately to belong.  Therefore, life with a mild intellectual disability 
involves elaborate attempts to disguise one’s incompetence (Edgerton, 1993). Towards 
the end of his career, Edgerton published several articles and a book related to aging with 
ID, work that grew naturally out of his long-term relationships with his participants, who 
were becoming elderly (Edgerton et al, 1994). Though Edgerton was one of the first to 
write about aging with ID, the problems with his earlier work carry over into his aging-
related work.  
Edgerton has been criticized for his emphasis on competence and his failure to 
engage with the voices of people with intellectual disabilities.  Gerber, in particular, takes 
issue with Edgerton’s passive acceptance of institutionalization as a force of nature.  He 
also contends that the ability to focus on appearing competent might assume a degree of 
competence that may not necessarily be present (Gerber, 1990).  Whether or not people 
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with ID have the sophisticated ability to see others’ competence, recognize their own 
deficits and attempt to compensate through the performance of competence, this idea also 
assumes that people with ID long for normalcy.  It further assumes normalcy as a fixed 
point that is forever out of reach.  The focus of Edgerton’s work, then, becomes the 
contrast between people with ID and “normal” people.  This assumption limits voice for 
people with ID (Gerber, 1990).  Edgerton’s work was pioneering in that he considered 
people with ID as worthy of study.  However, reading Edgerton, the need for 
ethnographic and other work focusing on the voices of people with ID and their lived 
experiences-rather than their failure to be like “us”-is sorely needed. 
Anthropologist Michael Angrosino has also done extensive ethnographic work 
with people with intellectual disabilities.  Researching several decades after Edgerton, 
Angrosino focuses more on the voices of people with ID, and provides extensive 
discussions of his research methods, which included participant observation and building 
relationships with people with ID.  Through relationship, Angrosino found that he was 
able to collect more substantial data over time than he had initially thought individuals 
were capable of providing.  Angrosino’s ethnographic work provides an important 
corollary to the medical and social work literature which discusses the importance of 
individualizing care by getting to know individuals with ID as individuals, rather than 
making blanket generalizations (Angrosino, 1997).  Though Angrosino’s work is 
certainly useful, he himself points to the need for anthropological work related to specific 
issues for people with ID, rather than ethnography focused on simply living with ID.   
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Angrosino’s work expands on work by Bogdan and Taylor which examined 
relationships between people with and without ID, finding that people with ID can and do 
belong to communities and form relationships, a conclusion that, as a family member in 
2012, I find obvious (Bogdan & Taylor, 1976; Taylor & Bogdan, 1989).  In the 1970s, 
however, when Bogdan and Taylor were doing their work, and de-institutionalization was 
gaining momentum, these ethnographic conclusions were important. In this day and age, 
however, it is more important to explore specific topics, such as aging, as they relate to 
ID, since Bogdan, Taylor, Angrosino and other ethnographers have laid a foundation. 
In relationship to voice, several important anthropological studies have examined 
the ways in which a focus on verbal communication limits voice for people with ID, who 
may be capable of much more than they are given credit for when they are evaluated on 
verbal expression alone.  In an exploration of autism and the social world, Ochs and 
colleagues discuss a focus on verbal self-expression as a disabling factor (Ochs et al, 
2004).  In a study focused on participant-observation at a group home for adults with ID,  
Finley et al found that people with ID attempted to express themselves on multiple levels.  
Similarly to Ochs, the researchers concluded that a focus on verbal expression disabled 
participants and ignored positive attributes that were expressed non-verbally, such as 
caring, generosity and willingness to share, traits that, had they been recognized, may 
have contributed to positive relationships or self esteem for participants (Finley et al, 
2007). 
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 Reviewing the literature related to people with ID, two important gaps emerge.  
Firstly, there is very little scholarship from the perspective of people with ID.  Research 
tends to describe the population as whole without asking individuals about their 
perspective.  Much research focuses on family members’ secondary experience of ID.  
Secondly, research tends to focus on the experience of ID, rather than specific sub-topics 
that are important to the lives of people with ID.  Some notable exceptions include 
Mayes’ work relating to motherhood and women with ID, and McCarthy’s work related 
to sexual health and menopause.  Both of these scholars work qualitatively and ask 
mothers with ID and aging women with ID (respectively) about their experiences of 
motherhood or menopause.  Brown and Gill used qualitative interviewing techniques to 
ask aging and elderly women with ID about their health concerns.  They found that their 
participants were able to provide a wealth of data, and they call for more research, and 
state that inclusive research is still in its infancy (Brown & Gill, 2009).  Knox takes a 
collaborative, participatory approach to working with participants with ID, whom she 
terms experts (Knox et al, 2000).  Read and Maslin-Prothero make the important point 
that the ability to recognize differences between oneself and one’s research participants, 
and to be willing to let the participant fully express these differences, while key, may be a 
barrier for engaged research with this population (Read & Maslin-Prothero, 2011).  It is 
worth noting that though researchers are beginning to consider the topical perspectives of 
adults with ID, participatory research related to specific salient topics and experiences in 
the lives of people with ID are few and far between. 
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Aging and Intellectual Disability: Family and Community Concerns 
 Again, the disciplines of public health, medical and social work provide the bulk 
of the literature about aging and intellectual disability.  The public health literature has 
documented that adults with ID are living longer than ever before, with lifespans 
approaching that of the general population (Bittles et al, 2002).  While increased 
longevity is certainly positive, it represents unique challenges for the health care and 
social service systems, as well as new challenges for families (Bigby, 1996; Perkins & 
Moran, 2010).   
  The social work literature tends to frame aging and ID as a familial challenge.  
From a family systems perspective, a key problem is that of what social workers call the 
dual elderly family, defined as families in which an elderly parent is caregiving for an 
aging or elderly adult child (Freedman et al, 1997).  This situation is very common in 
families of aging adults with ID.  It presents several key challenges, including boredom 
and depression for the child as the parent is no longer able to adequately support them 
and make use of community resources such as social groups, neglect as the parent ages 
and is no longer able to provide adequate care, and neglect of the parents’ own health 
needs as they care for their child instead (Freedman et al, 1997; Heller, 2000; Nochajski, 
2000).  Dementia or limiting health conditions on the part of the parent can also 
negatively affect both parties, and sometimes adult children without the skills to do so 
must assume care of their parents (Freedman et al, 1997; Patti et al, 2010). 
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 The challenges of dual elderly families also affect siblings and other relatives, 
who are often asked to assume additional responsibilities in caring for both their parent 
and sibling.  Geographical distance may further complicate the issue.  With or without 
geographical distance (i.e., the sibling has moved across the country and started their own 
family in a different city far away), siblings without disabilities may not be aware of the 
extent of their brother or sister’s disability, as parents, and especially mothers, may have 
protected them from the scope of care that they provide the adult child (Freedman et al, 
1997; Stafford, 2009; Bigby, 1996). 
 The generation of people with ID that is now aging was on the cusp of 
deinstitutionalization.  Many parents in this generation fought to keep their children out 
of institutions, and many adults with ID who were de-institutionalized have built 
effective and important support networks within the community (Trent, 1994; Freedman 
et al, 1997).  Yet aging in place presents challenges (Campbell, 2000). Parents who have 
cared for their adult children with ID at home may no longer be able to do so, as 
discussed above.  In addition, in-home care services may not be available, and may not 
accept clients with ID (Bigby, 1996; Stafford, 2009).  Homes may not be accessible given 
the changing physical needs of aging adults (Campbell, 2000).  However, aging in the 
community was found to have significant benefits for physical and mental health, and 
mental acuity.  This effect was also seen in more stimulating environments, which were 
closely tied to reported quality of life (Heller et al, 1998). 
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 Despite the changes represented by aging and by dual elderly families, many 
elderly parents of aging adult children with ID do not plan for their child’s future (Bigby, 
1996; Freedman et al, 1997; Stafford, 2009).  Adult children themselves have a low 
degree of involvement in planning.  Many families, though they may desire various 
things for their aging, take a “wishful thinking” approach (Freedman, 1997), for example 
hoping that their child will be able to move to a group home but not taking concrete steps 
towards this goal.  Freedman and colleagues identified several barriers to concrete action, 
including a lack of support services available, long waiting lists that make taking action 
feel futile, and a low degree of feeling in control or able to navigate a complex system 
(Freedman, 1997).  Other studies have found that planning for aging was aided by a peer 
group format (Heller, 2000) and a system that enabled parents to feel in control 
(Freedman, 2000).  
Other research related to adults with ID and aging has focused on quality of life 
(Schalock, 2004), the importance of leisure activities and community participation and 
the impact of self determination on quality of life (Schwartz & Rabinovitz, 2003).   
Aging & Intellectual Disability: Public Health Challenges 
The World Health Organization recognizes aging women with ID as a disparity 
population at risk for unnecessarily negative health outcomes (Walsh et al, 2000).  In a 
qualitative study, aging and elderly women with intellectual disabilities reported many 
aging-related health complications, such as diminished hearing and vision, arthritis and 
mobility challenges (Brown & Gill, 2009).  In addition, they reported additional 
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challenges in accessing care, such as dependency on others to schedule and take them to 
medical appointments, and a lack of understanding related to available health options 
(Brown & Gill, 2009).  In another qualitative study, aging women with ID had much 
lower levels of knowledge and education about what to expect as they got older, the 
menopause transition and other physical aspects of the aging process (McCarthy, 2002). 
The gap in women with ID’s knowledge about aging is mirrored by a gap in 
physician’s knowledge about how to care for this population.  In general, the literature 
suggests that physicians receive very little to no formal education in caring for adults 
with ID (Wilkinson et al, 2012; Phillips et al, 2004; Lennox et al, 1997; Hogg, 2001).  It 
is reasonable to assume that this lack of education about caring for people with ID also 
extends to caring for elderly people with ID.  Janicki and colleagues note a lower rate of 
screening for and treatment of age-related conditions in older adults with ID, as compared 
to the general aging population, and they theorize that lack of education for providers is 
an important contributor to lowered rates (Janicki et al, 2002).  In addition, they suggest 
that increased attention to screening for, detecting and treating age-related diseases in this 
population could have significant impacts on both longevity and quality of life (Janicki et 
al, 1999). 
 When examined through a more global lens, aging adults with intellectual 
disabilities also represent a challenge for the health care system.  There is often a lack of 
infrastructure for this population, as agencies serving people with ID are focused on the 
younger end of the spectrum, and lack experience caring for aging and elderly adults.  
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Likewise, agencies that focus on older adults lack experience in caring for adults with ID. 
This lack of awareness on either side may impact the health of aging adults with ID, and 
can create a barrier to health care access(Perkins & Moran, 2010).   In other words, aging 
and elderly adults with ID are often invisible on community and policy levels.  Shogren 
and colleagues have delineated ways in which policy level considerations impact 
community and personal level experiences; in this case, this argues for increased policy 
level attention to the unique needs of aging adults with ID (Shogren el al, 2009).  This 
will be discussed in more depth in Chapter Seven.  The American Association on 
Intellectual and Developmental Disabilities recognizes both the health systems and 
personal challenges represented by aging adults with ID and calls for implementation of  
systems of care that that will support independence and choice (AAIDD, 2008). 
Aging and Women’s Studies 
Feminist studies discuss aging as a natural life event that is often medicalized, or 
re-defined as a medical event that must be controlled by biomedical authorities(Mykytyn, 
2008).  Much like childbirth, menstruation and other gender-specific life events that 
become culturally defined as medical conditions, aging and menopause can be 
constructed as biomedical problems or disease conditions (Kaufert & Gilbert, 1996). It is 
important to note that women’s life processes are more often the target of medicalization, 
and medicalization impacts perceived ownership of the condition in question (Conrad, 
1992)  In other words, when a life event like childbirth or aging becomes medicalized, 
the authoritative voice on the subject becomes that of medicine, rather than the individual 
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experiencing the event.  In this sense, medicalization can become a force of social control 
(Conrad, 1992).  Women’s voices are often missing from medicalized dialogues and 
medicalization of women’s life event often represents social control of women (Morgan, 
1998).  
Related to medicalization of aging, feminist studies discuss aging in a youth 
oriented culture as an oppression (Marshall, 2006).  In addition, constructions of aging 
and elderly women as past their prime—due to their declining fertility—are inherently 
devaluing of women in that they construct women’s primary value as that of their 
reproductive capacity (Marshall, 2006).   In this cultural context, aging women often 
Aging and elderly people are often marginalized, and elderly women are silenced (Boston 
Women’s Health Collective, 2005).  
In this context, elderly women represent the intersection of the double 
marginalizations of age and gender-based oppression.  Elderly women with disabilities 
represent a triple marginalization.  With each marginalization, the potential for voice is 
diminished, which partly explains the lack of research focusing on the voices of aging 
and elderly women with intellectual disabilities. Like women with disabilities who 
represent the convergence of disability studies and women’s studies,  (Garland-Thomson, 
2005) and women of color who live with the intersecting oppressions of racism and 
sexism (Settles, 2006), aging women with intellectual disabilities live at the convergence 
of sexism, ableism and ageism.  Each of these factors alone may limit a woman’s voice; 
taken together they represent a complex and intertwined web of marginalization. Given 
this web, it is not surprising that there is a lack of scholarship related to aging and elderly 
??
42 
women with intellectual disabilities. This study is an attempt to fill the gaps related to the 
lived experiences of aging and and elderly women with ID, in their own words.?
  
.
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CHAPTER THREE 
???????????? ???????
?
Research Design 
As I set out to design my research, I wanted to prioritize maximizing voice for 
people with intellectual disabilities in every way possible. After a year spent reading 
critical and feminist disability studies literature, which posits that disability is socially 
constructed from the biological realities of impairment, I didn't want my research 
methods to further disable participants with ID.  An important consideration for me was 
the traditional prioritization of verbal/written self-expression in qualitative research.   
This prioritization of verbal self-expression as the only or best means of expressing 
oneself is an example of socially constructed disability (Finlay et al, 2007). 
In response to these concerns, I developed inclusive research questions (listed 
below) and I decided that I would approach my research questions using several methods, 
in order to provide multiple means of voice for participants.  I planned to interview 10-15 
women with intellectual disabilities using semi-structured, open-ended interviewing 
techniques, in order to allow the participant to focus the interview on the things that she 
herself deemed important.  This approach is used by Knox and other progressive 
disability researchers; Knox considers the individual with ID to be the most qualified 
expert in their own lives, and so allows interviews to focus on their areas of expertise 
(Knox et al, 2000). In keeping with the tradition of phenomenology, I wanted to keep my 
sample size small, in order to allow in-depth analysis of participants' experiences and 
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lifeworlds.  I choose depth of understanding over breadth, a choice that was influenced by 
practical concerns, such as the difficulty of recruitment of people with ID, as well as by 
larger theoretical considerations.  From a more theoretical perspective, I felt that my 
project was about visibility, and I wanted to make sure that my sample size was small 
enough to allow me to represent participants as individuals.  I wanted to accurately 
represent the heterogeneity of people with ID, while also ensuring that I had sufficient 
time to capture the complexity of each participant's experience and lifeworld. 
I also planned to use an innovative research technique called photo voice.  
Originally developed as research method for low-literacy populations, photo voice is a 
participatory research technique where participants are given cameras and encouraged to 
document whatever they find meaningful.  After photos are taken, there is a meaning-
making process where participants tell the stories behind the photograph, and, in doing 
so, name and create meaning and tell their stories.   Though I didn't even own a camera 
prior to starting this project, I was instantly drawn to photo voice, as I thought it might 
allow participants an additional avenue for self-expression that was not dependent on 
verbal skill.  As I researched photo voice, I decided that it would allow me to work 
around the verbal difficulties that would otherwise present a barrier to voice for some 
people with ID.   On a more theoretical level, I wanted to explore the social constructs 
that prioritize verbal expression over other forms.  As someone interested in voice, I was 
intrigued with the opportunities for non-verbal voice presented by photo voice.  
I was lucky to find two photo voice advisers, Emily Belz and Maria Paiewonsky, 
both of whom appeared in my life through serendipity: Prior to returning to school to 
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pursue a career in research, I was a Certified Professional Midwife and I ran a home birth 
practice providing prenatal, birth and postpartum care, labor support and lactation 
counseling.  As I was starting this project, I had a vague memory of discussing something 
like this with a former client named Emily, who is a professional photographer.  I decided 
to investigate this connection, though it was admittedly a long shot, and I emailed her.  
When I took her out for coffee, she told me that she had written her master's thesis about 
photo voice and ethics as they applied to vulnerable populations and voice, working with 
asylum seekers.  She agreed to serve as an informal photography consultant and photo 
voice adviser.  
 Maria Paiewonsky is a researcher at UMass Boston's Institute for Community 
Inclusion.  I was referred to her when I blindly emailed ICI hoping to make community 
connections. Maria’s pioneering work has focused on high school and college students 
with ID, using photo voice to study the transition from high school to college or work, a 
time when young people with ID are thought to be especially vulnerable.  Maria was very 
generous with her time and expertise, and shared several resources that she developed 
related to photo voice and people with ID.  Acting as an informal adviser, Maria was able 
to help me with both the nuts and bolts logistics of photo voice, as well larger conceptual 
issues. I emailed with her frequently and met with her formally towards the end of the 
summer. 
I planned to triangulate data from my interview and photo voice participants 
through 5 background interviews with service providers serving people with ID, and 
through a focus group comprised of family members of aging adults with ID.  I 
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purposefully kept my sample size for these two cohorts very small, as I wanted to prevent 
the voices of family and professionals from dominating.  In an inversion of much 
research related to people with ID, I wanted the voices of people with ID to take center 
stage, with family members and service providers providing confirmation and contrast 
through their differing perspective. 
Taken together, I hoped that the above methods would be useful in answering my 
research question: What are the lived experiences of aging and elderly women with ID, 
and how can the health and social service systems support this population in healthy 
aging, given their life experiences.  I sub-divided my research question into the following 
sub-categories: 1. What is it like to be an aging or elderly woman with an intellectual 
disability? 2. How do the intersecting marginalizations of age, gender and disability 
impact the lived experiences of aging/elderly women with ID, and how does this 
intersection contribute to the social construction of disability? 3. How do women with ID 
make decisions related to aging? What are the barriers to autonomy and participation in 
decision-making? How can we maximize autonomy and choice for women with ID 
surrounding aging? 4. What does healthy aging and successful aging mean for this 
population? 5. From a health systems perspective, what are the barriers to 
healthy/successful aging? How can healthy/successful aging be supported? 
Human Subjects Protection: 
My project was approved by the Boston University Medical Campus Institutional 
Review Board (IRB) after a long process.  Adults with intellectual disabilities are 
considered a vulnerable population, which I feel is true in many, though not all cases.  
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Over a period of several months, I worked with the IRB to hash out the exact meaning of 
protecting vulnerable subjects while still respecting and honoring the autonomy of 
individuals with ID. During this  process, I often felt that I was educating the IRB about 
people with ID, and about photo voice.  
As  McDonald et al note, this experience is typical for ID researchers, as IRB 
members are compassionate people with extensive training in human subjects protection, 
but they may not have contact with  or exposure to people with ID (McDonald et al, 
2008).  Though we have made great strides in the last few decades, full community 
integration of people with ID has not yet been achieved, and IRB members are also 
members of their culture and society.  Like anyone, they may carry inadvertent biases or 
uncorrected misconceptions about people with ID, such as the idea that people with 
intellectual disabilities do not have the ability to make their own choices (McDonald et 
al, 2008).  As in other studies towards attitude towards people with ID (Reiss et al, 2005; 
Sharma et al 2006), IRB members who had personal (family, social, neighborhood) or 
professional contact with people with ID in McDonald's study were more likely to 
express positive opinions about their abilities (Philips and Davis, 2008).  IRB members 
without personal contact with people with ID (the majority of IRB members) were more 
likely to hold outdated or paternalistic opinions about people with ID and their abilities 
(McDonald et al, 2008).   
   IRB members’ potential lack of exposure co-exists with the historical legacy of 
past research abuses perpetrated against people with ID.  The most notable example of 
past research abuses is a study conducted at Willowbrook State School in Staten Island, 
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New York from the mid 1950s through 1966.  As  Dr. Saul Krugman, a co-investigator 
(along with Dr. Robert Ward) describes, Willowbrook was built to house 4,000 children 
and adults with ID and other disabilities, but instead housed over 6,000 (Krugman, 1986). 
Conditions at this institution were bleak and unhealthy-“worse than the zoo” and “a snake 
pit” as described by Robert Kennedy in 1965 (The Arc of Massachusetts, 2010).  These 
overcrowded conditions were also ripe for the transmission of hepatitis, which was 
endemic at Willowbrook (Krugman, 1986).  And, as Krugman describes, Willowbrook’s 
environment provided an excellent opportunity for studying the “natural course” of 
hepatitis by purposefully injecting newly arriving children between the ages of 3 to 10 
with the hepatitis virus, isolating them in a special ward and observing--but not treating--
the progression of the disease (Krugman, 1986; Rothman, 1986).   Throughout 
Krugman’s article justifying his actions in infecting healthy children with hepatitis in 
order to study the virus, he refers to these children as “severely retarded”, “hopeless”, not 
toilet trained, and likely to contract hepatitis anyway.   He states that he was unable to 
alleviate the social conditions that caused endemic hepatitis, but that he was in a position 
to advance scientific knowledge through his study. During the course of the study, 
Willowbrook stopped admitting new residents, though there was a high demand for beds 
for children who were thought to be unable to live in the community.   Because the 
hepatitis study occupied its own ward, new children could be admitted to Willowbrook if 
they became participants in the hepatitis study, representing potential coercion as families 
sought placements for their children (Rothman, 1986).  Willowbrook is the most widely 
known research abuse against people with ID, but it is far from the only instance of 
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people with disabilities being used as disposable guinea pigs (Iacono, 2006).  In light of 
this history, it is easy to understand the IRB’s protective attitude towards people with ID. 
Though of course there is a moral imperative to protect vulnerable people from 
exploitation and to prevent tragic histories from being repeated, protectiveness must be 
seen in context of the self-advocacy movement and the desire of many people with ID to 
choose autonomously.  People with ID deserve protection, but they also deserve self-
determination, and opportunities to practice self-determination; Willowbrook and other 
abuses can be viewed as stemming from a lack of self-determination and access to choice 
for people with ID (Iacono, 2006).  This tension was hard to walk, as the IRB and I 
struggled to find ways to protect a vulnerable population without compromising the right 
of individuals with ID to choice and self-determination (Freedman, 2001;  Lennox et al, 
2005).   
Lennox uses a civil rights framework to discuss research participation, which 
must be balanced with the right to protection from harm (Lennox et al, 2005).  For Iacono 
and Murray, who examine participation in biomedical research (as opposed to 
ethnographic or social science research), the principal of informed consent is paramount, 
including ensuring the ability of the participant to understand (Iacono and Murray, 2003).  
Ensuring understanding may take several forms when working with people with ID.  
Individuals may need alternate formats, including video and audio explanations, 
education sessions before informed consent discussions, and additional training for 
researchers and study staff (Iacono et al, 2003).  Additionally, it is appropriate to assess 
capacity to consent to research; many researchers use a task-based assessment method 
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that involves asking the potential participant to “teach back” or describe each section of 
the informed consent after a researcher explains it to them (Dye et al 2007; Wilkinson, 
personal communication, 2012). 
As suggested by Knox et al, I planned to use an ongoing method of consent with 
photo voice participants, asking their permission at every juncture, and as new situations 
come up, including selecting photos, preparing photos for exhibit and discussing photos 
(Knox et al, 2001).  I documented ongoing consent, and recognized the right of people 
with ID (like everyone else) to change their minds, and to be comfortable discussing one 
topic, but not another.  Knox also suggests the use of participatory research, which I was 
proud to be able to do with my photo voice cohort (Knox, 2001). 
I designed my study to include protection for people with ID, while also trying to 
respect the autonomy of a population comprised of adults, not children.  (As one of my 
participants noted “I'm not a kid.”).   I decided to use the teach-back method of informed 
consent, and outlined a protocol for assessing capacity to consent.  I developed plain 
language consent documents for people with ID, as well as consent forms for guardians.  
A guardian is a legal designation and guardians must be legally appointed by the courts. 
In the absence of a legal guardian, adults with ID are presumed competence and able to 
provide consent for themselves.  An adult without a guardian may still utilize family 
member and/or supporter assistance in decision-making.  I anticipated that some, but not 
all, participants with ID would have legal guardians in place.  I also developed a protocol 
for cases where a potential participant did not have a guardian in place but was unable to 
demonstrate capacity for consent through the teach-back method.  In this case, I planned 
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to attempt to locate someone who could act as a guardian, for the purpose of this study, 
only.   
People with ID are particularly vulnerable to the social desirability phenomenon, 
which suggests that they are more likely to consent when they would prefer to say no in 
order to please the asker.   To minimize the risk of this, as suggested by Dye, Freedman, 
Iacono and Wilkinson, I designed my recruitment process so that potential participants 
are approached by a family member, known support provider or other person with whom 
they have an ongoing relationship.  It is thought that people with ID have more 
opportunity to say no when the request comes through a third party with no interest in the 
research, and with whom the individual has a supportive relationship that will not be 
affected by their decision about research participation (Dye et al, 2007; Freedman, 2001; 
Iacono et al 2003; Lennox et al, 2005; Wilkinson, personal communication, 2012). 
I consulted with several experts with research experience with people with ID, 
including Ruth Freedman, Joanne Wilkinson and Deborah Dreyfus.  I also talked with my 
grandmother, Virginia Geller, who at 85 is one of the staunchest supporters of rights for 
people with ID I have ever met.  I also consulted with other family members who I knew 
would be frank and honest about any potential for harm or coercion. 
 
Recruitment 
Once my study was approved by the IRB, I began a recruitment process that was 
highly educational for me, and in line with other work regarding recruitment of people 
with ID.  A review of the literature enumerated several barriers to recruitment of people 
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with ID:  As discussed above, IRBs may be hesitant to approve research related to people 
with ID (McDonald et al, 2008), especially in light of the historical legacies discussed 
above. More mundanely, there are many logistical barriers, including the lack of a 
national registry tracking people with ID and their health outcomes, differing definitions 
of ID, lack of literacy among people with ID, low health and research literacy among 
paid support providers, and lack of access to telephones and email for people with ID 
(Lennox, 2005).  Family members of people with ID may be balancing a lot with the 
demands of caring for a relative, and may not have time or inclination to participate in 
research, or to facilitate their relative's participation(Freedman, 2001). Traditional 
recruitment to research efforts are often targeted directly to the potential participants, but 
this is not always feasible with people with ID, due to low literacy rates and a lack of 
understanding of research (Iacono, 2006).  Many individuals with ID live in restricted 
settings, and/or would need staff assistance to make a phone call. Therefore, it is 
generally agreed that recruiting people with ID to research should be done more actively 
than the traditional posting of flyers and announcements (Nicholson et al, 2012; 
Wilkinson, personal communication, 2012). 
An additional consideration in the recruitment of people with ID is the idea of 
gatekeepers and brokers.  For logistical reasons, third parties such as staff and family 
members are often involved in recruitment efforts, as they are often instrumental in 
assisting the individual with tasks of daily living and with social (and research) 
interaction. In my personal experience as a caregiver and family member, I recognize a 
certain protectiveness on the part of anyone who loves a person with ID as a barrier to 
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research participation.  Though the potential for abuse and other serious fears are real, I 
mostly worry about whether my aunt will be treated well, if my friends will also extend 
offers of friendship to her, if waitresses in restaurants will ask her or me what she would 
like for lunch, if all the little things that add up to quality of life will be shown to her.   I 
notice when people blanch at holding her hand, and I know that she notices, too.  In some 
ways, meeting my aunt is like a test; when my husband and I were first dating, his 
kindness and lack of condescension when he met my aunt was a more significant moment 
than introducing him to my parents in that it showed me yet again that I could trust him.  
I never want to introduce my aunt to someone whom I don’t trust to be respectful to her, 
and I subconsciously attempt to assess everyone I meet in terms of their ability to treat 
my aunt well.   As a researcher, I sensed this same attitude when approaching other 
families of women with intellectual disabilities.  
In light of the literature and this feeling, I decided that it would be important to 
cast a broad net, and I approached several potential community partners, including the 
Arc of Massachusetts, a large service agency for people with ID with chapters spread 
across the state, Massachusetts Advocates Standing Strong (MASS), a self-advocacy 
group focused on legislative advocacy, and Boston Community Medical Group (BCMG), 
an affiliate of Boston Medical Center, a large urban hospital, which provides in-home 
care to individuals with disabilities.  These groups all agreed to provide some help with 
recruitment.  I also approached several other agencies and service providers who 
ultimately either did not agree to partner with me, or did not respond to contacts.  In 
approaching these agencies, I made it clear that I would ask them to identify and inform 
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potential participants about my research, in order to avoid coercion and to maximize 
opportunities for potential participants to decline.  If a potential participant agreed to be 
contacted to learn more about the study, I would then ask the partner to share the 
participant's contact information with me. 
I also planned to recruit through my job as a research coordinator for Dr. Joanne 
Wilkinson, a family physician and researcher focused on primary care access for adults 
with ID.   At the time, we were conducting a study examining whether an educational 
DVD telling the story of an actress with ID who gets her first mammogram can increase 
preparedness for mammography among women with ID.  In my role as a research 
coordinator, I visit women in their residences or work placements. Dr. Wilkinson gave 
me permission to approach women who had completed their participation in this study 
and ask them if they would like to participate in my study.  We agreed that I would wait 
two to three weeks after the potential participant completed her participation in the 
mammography study before I contacted her supporters about my study.  (It was important 
to me to re-contact these participants through an intermediary in order to avoid the 
potential for coercion through the social desirability phenomenon.)  The mammography 
study targets women aged 40 and above, so it was a natural match in terms of 
demographics.  Also, getting to know women through their participation in the 
mammography study gave me a sense of whether a potential participant matched my 
inclusion criteria, might enjoy participating and was otherwise a good fit. Additionally, 
exposure to group home and other residential environments enriched my understanding 
of the lifeworlds of women with ID. 
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In addition to these strategies, I planned to use snowball sampling, a recruitment 
technique where participants are asked to recommend other potential participants.  I 
hoped to recruit 10-15 women with ID for interviews, 2-6 women for photo voice, up to 5 
service providers, and about 4-8 family members for focus groups.  This was an 
ambitious research plan for a 12 week data collection period, due to the difficulties with 
recruitment outlined above. 
In reality, processing of my IRB application was significantly delayed, and I did 
not receive IRB approval until the very end of June.  With only 2 months to complete my 
data collection, I decided to modify my plan and discard the idea of focus groups with 
family members.  With a shortened time frame, I wanted to concentrate on the research 
population with the least representation.  Though I felt there was certainly room for more 
research related to family members, they are represented the most in the existing 
literature, and so the family member aspects of my study had less potential for innovation 
than the components related to the perspective of people with ID themselves.   In 
addition, I wanted to focus on voices of people with ID. 
I began recruiting by running an ad describing my research and soliciting 
participants for all 4 cohorts in a weekly e-newsletter from the Arc of Massachusetts, a 
large and respected agency that provides services to people with intellectual disabilities 
and their families.   I consciously wanted to start my recruitment with the Arc, because it 
is so well respected.  As noted by Knox, a researcher's academic and scientific 
qualifications often mean less to people with ID and their supporters than the researcher's 
personal qualifications, degree of support from the ID community and personal demeanor 
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in interacting with people with ID (Knox et al, 2000).  As a family member of someone 
with ID, this made sense to me on an intuitive, personal level, and so I wanted to begin 
recruitment with an agency that would add to my personal credibility.  This point is 
driven home for me by the look on my grandmother's face as she describes an interaction 
from over 40 years ago, with the head neurologist at a prestigious hospital.  In her telling, 
he picked my aunt up like she was a sack of potatoes, not a child, and told my 
grandmother that she belonged in an institution.  The look of hurt on my grandmother's 
face, and the names she calls him, 40 years later, convince me that professional 
credibility is meaningless compared to the qualifications inherent in treating people with 
dignity.   My experience with the mammography study had shown me that gatekeepers 
were more interested in my personal qualifications as a family member of a person with 
an intellectual disability, and in my ability to be respectful and compassionate, and were 
generally only politely interested in my status as a master's student or a research 
coordinator.   
After my recruitment ad ran in the Arc, I was contacted by several service 
providers who were eager to be interviewed.  Their eagerness was somewhat surprising to 
me, as I know from my involvement with my aunt that support providers often have high 
case loads, low pay and little time to chat.  Yet it felt like my phone was ringing off the 
hook with service providers wanting to be interviewed.  After completing my interviews 
with these providers, I developed a theory related to the marginalization facing aging 
adults with ID extending to care providers for this largely invisible group.  I will expand 
on this theory in Chapter Five.  As a result of my announcement in the Arc newsletter, I 
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was able to interview 2 providers, both program managers (at different levels) at two 
support agencies.  I recruited another provider, a licensed  social worker specializing in 
medical advocacy for people with ID, through an email she sent my mentor asking for 
health education materials about aging.  After some email correspondence about her 
initial request, I asked to set up an interview.  I also emailed and called two geriatricians, 
one who specialized in treating adults with ID, and one who cared for a diverse and 
vulnerable population of elderly adults at Boston Medical Center, a large urban safety net 
hospital.  I had to turn down interview requests from 2 additional service providers who 
answered my announcement in the Arc newsletter, due to time and IRB considerations. 
Recruitment of people with ID proved more difficult.  I had hoped to recruit 
through snowball sampling with service providers I interviewed, and several service 
providers offered to talk to their clients.  However, service providers are busy, and often 
simply forgot to talk to their clients, call me back after talking to a client, etc.  I recruited 
one person through the social worker that I interviewed.  I was eventually able to recruit 
one person through my initial announcement in the Arc newsletter, in a round-about 
manner.  (Her shared living service provider contacted me hoping to be interviewed, and 
I had to turn her down, but was able to set up a group interview with her and her client.)    
I also attempted to contact MASS, but was not able to get through.  I chalk this up to 
being a severely under-funded agency with no full time staff members.  I visited a staff 
meeting at Boston Community Medical Group, which produced 3 referrals, including one 
participant who enrolled herself in the photo voice component, one who did not meet 
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inclusion criteria, and one whose guardian was unreachable, making her participation 
impossible. 
I was then contacted by Fawn, a pseudonym I have given to the leader of a faith 
community which I have called Trinity. Trinity is an international, Christian-based 
organization that views inclusion of people with ID as a spiritual mandate.  There are 
Trinity communities across the globe, and one in a suburb close to Boston.  Fawn had 
seen my ad in the Arc newsletter, and invited me to visit Trinity.  The community 
consists of about 25 people with ID and 15 or so other community members who all live 
together in several suburban homes located within miles of each other.  Fawn set up 3 
interviews and a meeting with a community member who was interested in photo voice.  
I also was approached by a vocational agency that saw my ad in the Arc, and, after 
talking to me on the phone, set up 3 interviews with participants in a day program.   
I recruited 2 more participants through a colleague's wife, whose sister lived in a 
supported living facility with a beautiful campus supporting about 90 residents.  I am 
calling this facility/service agency Lark’s Landing. Lark's Landing is a campus-based 
group home network serving about 90 residents, who live in several group homes on a 
central campus.  Lark's Landing offers many services, including an on-site day program 
for aging adults, a fitness center with inclusive programming and an on-site vocational 
program.   My colleague's sister-in-law did not meet my inclusion criteria, but his wife 
put me in touch with the director of the network.  After a series of emails, I met with the 
human rights officer and the director of residential supports, who identified and informed 
3 potential participants of my research.  One declined to be interviewed, and two others 
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were interviewed in their homes.  One of these participants also enrolled herself in the 
photo voice cohort though did not complete the study.  She was the only participant in 
photo voice who was also formally interviewed. 
 
Interviews 
I conducted 5 interviews with service providers.  Four out of five interviews were 
conducted in the provider's office or residence, which further immersed me in their 
world, and enhanced my understanding of their perspective.  The fifth interview was 
conducted over the phone at the request of the provider due to schedule considerations. 
The average interview lasted an hour, and was semi-structured.  I began each interview 
by asking participants to tell me about their background and how they became involved 
with this population.  I then asked about their perceptions regarding needs, challenges 
and strengths of this population, and their ideas about how to support healthy/successful 
aging. Interviews lasted an average of an hour. 
I interviewed a total of 10 participants with ID, ranging in age from 45 to 78, with 
an average age of 59.  Sally, Marnie and Pat, who were all members of Trinity faith based 
community, were interviewed in a private space in their shared homes.  Tammy was 
interviewed along with her shared living provider, Carole, at their home in a suburb.  
Missy, Sharona and Terri were interviewed one at a time in an empty conference room at 
their vocational day program.  Sylvia and Dorie, who are residents of Lark's Landing, 
were interviewed alone in their rooms at their group apartments.  Claire, who was 
referred to me by one of my service provider interviewees, was interviewed in the service 
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provider's office, a comfortable and safe space for her.  The service provider was present 
for the very beginning of the interview.  Though all participants were offered the 
opportunity to bring a support provider to the interview, only Tammy preferred to have a 
supporter present. 
Interviews lasted an average of half an hour, and ranged from 18 minutes to an 
hour and fifteen minutes.  In these interviews, I tried to follow the participant's lead as 
much as possible.  I used prompts as appropriate, and encouraged participants to expand 
on their points.  In using open-ended interviewing, I quickly learned to have faith in my 
interview participants.  I found that if I followed up on statements that seemed to come 
out of nowhere, I often discovered rich and very relevant content.   Participants had a 
range of verbal skills, though all had sufficient verbal skills to complete the interview 
process. I found that even not particularly verbal participants had a wealth of things to 
say, when given the opportunity.  Though I did not have much doubt going in, I am 
convinced that qualitative interviewing with people with ID is a viable research method. 
All interviews were recorded with a digital recorder and then transcribed. Names 
and identifying details, such as names of towns, exact dates and names of workplaces, 
were changed during the transcription process.  All names except for Judy's are 
pseudonyms. 
Photo Voice 
The photo voice component of my project was greatly enhanced by a scholarship 
from the Allan R. Meyers Foundation for the Advancement of Careers in Disability 
Studies, which allowed me to purchase high quality cameras and equipment.  On Maria 
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Paiewonsky's recommendations, I put together photo “kits” for each participant which 
included the camera, extra batteries, photo release forms that participants were to ask 
photographic subjects to sign, pens, and an extra photo card, stored in a flowery blue 
purse that I purchased on sale at a department store, grabbing the first design I saw on the 
sale rack.   The flowery blue purse appears in several of Judy's photos.  I initially asked 
photo voice co-researchers to document their lives, and to use the camera to show what 
was meaningful to them, using the saying that a picture is worth a thousand words. 
I enrolled a total of 3 co-researchers in the photo voice cohort, Judy, Lydia and 
Dorie.  Judy, who prefers that I use her real name, was especially enthusiastic about 
becoming a photographer, as she termed in, and the outreach and advocacy opportunities 
it presented her.  I met with her every two weeks, to review and discuss her photographs.  
She is highly verbal and insightful, and felt great joy in taking pictures.  Judy took an 
average of 50 pictures a week.   
Lydia was recruited through Boston Community Medical Group, and had also 
been a participant in the mammography study.  She is not very verbal, though she 
understands and responds to speech.  She took about 3 pictures a week, and grinned from 
ear to ear when I asked her how she liked her camera. I met with Lydia every 2 weeks for 
a total of 5 meetings. Dorie, who has very limited sight, preferred not to meet as often.  I 
put velcro tape on the shoot button of her camera, so that she could feel where to push.  
She took a few photos independently, but mostly preferred to ask her support person, 
Chris, to take pictures for her.   Chris was great about allowing Dorie to direct the photos, 
and felt comfortable in her role as an extension of Dorie's eyes. Midway through the 
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study, Dorie decided that she did not want to participate any more, because it was time 
consuming and did not feel particularly rewarding, given her limited sight.  She declined 
meeting with me to show me her photographs, due to time considerations, though she 
said that she was glad she had been given a camera and that she had tried participating. 
I am currently in the process of organizing a photographic art exhibit featuring 
Judy and Lydia’s photos. 
Data Analysis 
I analyzed and coded all interview transcripts using Nvivo analysis software.  
After transcribing, I first immersed myself in the transcript by reading it several times to 
get a sense of the overall tone and message.   I used grounded coded theory to develop 
and refine a code book, and to assign codes from the book to passages in the text.  
Grounded coded theory is a method of data analysis where codes are built from the 
participant's words, rather than assigning participant's words to pre-existing codes.  Many 
of my codes were in-vivo codes, meaning that they are direct quotes and important 
phrases uttered by participants.  I developed one code book for my interviews with 
people with ID, and a separate code book for my interviews with providers.  Though 
many of the codes overlapped, I felt that the differences in themes warranted separate 
code books.  
Photographs were analyzed jointly with participants during our meetings.  As is 
standard in photo voice (Paiewonsky, personal communication, 2012; Belz, personal 
communication, 2012),  I asked my co-researchers to describe their photos, and why they 
had elected to shoot this particular photo.  I was often surprised by participants' answers.  
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For example, Judy took a series of photos of a church.  She had mentioned in a previous 
conversation that she is a religious person and spirituality holds great meaning for her, so 
I anticipated that her church photos were meant to capture the importance of religion in 
her life.  Instead, Judy said that this church was where they held her mother's memorial 
service about 10 years ago; for Judy, the photos depicted her ongoing connection to her 
mother, and how much she misses her.  This method of analysis was less useful with 
Lydia, who did not have the verbal skills to explain her photographs.  I instead attempted 
to interpret gestures and facial expression, though I was not able to complete as in depth 
an analysis of Lydia's photos. 
Another step in analysis of photos was the process of selecting several for exhibit.  
Working with my co-researchers, we talked about which aspects of their lives were most 
important to show, and then selected photos that they felt captured these themes.  Some 
photos were instantly identified as belonging in the exhibit, and I asked as many 
questions as I could about  these intuitive responses in an attempt to learn about the 
meaning that participants found in their photos. 
An interesting finding is the similarity in themes that emerged from photos and 
from interviews.  Themes will be discussed in depth in later chapters, but important 
themes worth noting include the importance and challenges of community inclusion, 
relationship and belonging, especially in context of histories of isolation and trauma; 
death, loss and grief, particularly the death or anticipated death of parents/mothers; joy 
and the presence of a meaningful existence; and competence in every day interactions as 
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an important component of one's identity.  These themes lend themselves to further 
analyses and discussion. 
 Participants 
The following tables summarize the individuals who participated in my research.  
In all cases, names and identifying details have been changed, except for Judy's.  Judy is 
a photo voice co-researcher who requested that I use her real name in order to properly 
credit her.  Table One details service provider participants.  Table Two details interview 
participants, and Table Three describes photo voice co-researchers. 
Table One: Providers 
 
 
 
Name Agency Role Years 
experience 
Major themes 
Janie Miller Boston ID and 
Geriatrics Clinic 
Geriatrician 
specializing in 
adults with ID, 
founded this 
clinic to provide 
consultation 
services 
Under 10 legacy 
importance of history/storytelling 
and keeping the history 
isolation-clients and her own 
calling 
Hannah 
Greenberg 
Urban 
Geriatrics 
Geriatrician, not 
ID focused 
Over 20 importance of history 
individualizing care,  
Molly Jeffers Fuller Agency program 
manager 
Over 20 individualizing care 
human rights 
how can choice exist without 
options/exposure 
Eliza James Inclusion Inc. home supervisor Under 10 integration as quality of life 
improver 
need for specialized services 
aging population 
individualization 
Martha Krebs independent 
social worker 
LICSW 
specializing in 
adults with ID 
and medical 
advocacy 
over 20 individual stories 
“beating the system” 
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Table Two: Photo Voice Co-Researchers 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Co-researcher age recruitment 
source 
residence type notes 
Judy 54 Faith community group 
home/community 
Judy loved taking 
photos, and said that 
she has a new identity 
as a photographer. 
Lydia 76 Boston 
Community 
Medical Group 
group home Lydia is minimally 
verbal but grinned from 
ear to ear when asked 
how she liked taking 
photos. 
Dorie 62 Lark's landing group home campus Dorie has very little 
vision and was assisted 
by her support worker, 
Chris, who  followed 
Dorie's directions. 
Dorie chose not to 
complete the project. 
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Table Three: Individuals with ID Interviewed 
Pseudonym Age Recruitment 
source 
Resi-
dence 
Background 
Sally 
Driscoll 
53 resident to 
faith 
community 
Trinity 
married 
Sally lived at a state school, where she met her 
husband, and has been living her present 
community for many years. Both of her parents 
have passed away, as well as 2 of her sisters, and 
Sally misses them greatly. 
Marnie 
Gregory 
51 resident of 
faith 
community 
Faith 
commu
nity 
Marnie grew up with her family, and then moved 
to Massachusetts to live in this community.  A 
highly caring and social person, Marnie says that 
her friends “mean the world” to her. 
Pat 
Dellarosi 
62 resident of 
faith 
community 
Trinity Pat comes from a large family, and is in frequent 
contact with her siblings.  A commanding 
presence, Pat likes to be in control and make her 
own decisions. 
Tamara 
Hunter 
68 Shared 
living 
provider   
shared 
living 
Interviewed with Carole, shared living provider. 
Tammy lived in a state school, then an apartment 
and a group home before coming to shared living, 
which she says is the happiest she's ever been. 
Tammy, who loves children, feels like a member 
of Carole’s family and enjoys community living. 
Missy 
Morris 
64 day program 
director 
group 
home 
Missy lives in a group home and is close with her 
siblings.  She’s moved from residential placement 
to residential placement quite a bit, and says she 
enjoys moving but would like to settle down.  She 
has a boyfriend at her vocational placement who 
is very important to her. 
Sharona 
Bello 
54 day program 
director 
shared 
living? 
Sharona lives in a group situation and has had 
several health problems lately.  She describes 
herself as happy, and greatly values her 
connection with her niece and nephew. 
Sylvia 
Carter 
78 Lark's 
Landing 
Lark's 
Landing 
Sylvia comes from a wealthy family and lived in 
several state schools and work placements before 
coming to Lark's Landing, where she has lived 
for over 20 years 
Dorie 
Campbell 
62 Lark's 
Landing 
Lark's 
Landing 
Dorie was one of the first people to live at Lark's 
Landing.  She is a strong self-advocate who 
values her independence.  She was born with very 
little vision. 
Terri 
McAllister 
54 day program 
director 
group 
home 
Terri is also a strong self-advocate who feels 
thwarted by the system at every turn.  For 
example, she has been trying to contact her 
caseworker to try to get glasses for the past 3 
months, with no response.  She has health 
problems, and feels neglected 
Claire 
Christopher 
45 client of one 
of the 
service 
providers I 
interviewed 
indepen
dent 
apartme
nt 
Claire describes herself as close with her brother 
and his wife and her mom, who act as important 
advisors who help her with decision making.  She 
is active in her community, and volunteers at a 
senior center as well as working in a 
neighborhood store. 
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CHAPTER FOUR 
 
Intersecting Marginalizations--Gender and Intellectual Disability 
 
 
Introduction 
 
 As discussed in Chapter Two, gender and disability are both socially constructed 
from biology.  In this chapter, I will discuss the intersection of gender and intellectual 
disability, and how these intersections relate to matters of voice.   In particular, I will 
focus on four intersection points, starting with a discussion of the gendered elements of 
institutionalization. I will then examine how historic constructions of ID and of gender 
were intertwined during institutionalization in the U.S.  Then, I will discuss participants’ 
personal experiences of these historic forces, including their gendered experiences of 
institutionalization.  Historically, femaleness as a concept was often measured by 
women’s ability to care for others, an idea that was closely tied with the formation of the 
institutions.  As a second intersection point, I will discuss modern iterations of this idea 
as it impacts women with ID and the predominately female relatives who care for them.   
Thirdly, I discuss the de-gendering of women with ID, using examples related to 
sexuality, and to menopause.  Finally, I will discuss participants’ gendered experiences of 
aging, including physical changes, body image and understandings of what it means to be 
an elderly woman.  All of these intersections impact voice, and so I will conclude the 
chapter with a discussion of maximizing voice for women with intellectual disabilities, 
including a discussion of Photo Voice.  
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Constructing Gender and Disability From the Same Bricks 
 As discussed in Chapter Two, impairment exists independently of culture, just as 
biological sex exists independently of social ideas of gender (Garland-Thomson, 2005). 
However, disability is a socially constructed phenomenon, in that it represents the 
meanings that we assign to impairment.  These meanings vary considerably across 
cultures, leading to different experiences of the same impairments (Klotz, 2004; Manion 
& Bersani, 1987). 
A fascinating example of socially constructed disability is presented by Mehrotra 
and Shubhangi (2008). In Haryana, India, men are perceived as having intellectual 
disabilities at a much higher rate than women.  Though we know that biologically, 
impairment occurs roughly equally in all genders, among certain groups in Haryana, only 
men are expected to work outside the home.  A man who cannot work outside the home 
due to impairment is disabled.  Women, however, are not expected to enter the labor 
market, and it is socially acceptable for women to remain at home.  A woman who is 
biologically intellectually disabled is still able to fulfill her home-based role as woman, 
whereas a man with an intellectual impairment cannot fulfill his gender role, and thus is 
disabled (Mehrotra & Shubhangi, 2008). 
 Likewise, as described by Das and Addlakha (2001), in the context of the partition 
between India and Pakistan, and the ensuing violence, poverty became rampant and what 
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little work was available went to men.  Violence against women often rises in unstable 
times, and securing a marriage became important to women’s survival, as it offered 
relatively more economic security and some protection against other men.  However, 
with many men killed in the war, the female to male ration was disproportionally high.  
Das chronicles the story of a woman with a large birthmark on her face, which was 
perceived as unattractive.  (Beauty standards as they relate to women with ID will be 
discussed later in this chapter.)  In this context, disfigurement and ugliness became 
disabilities, as prettier women were more likely to find husbands.  Though this woman 
was not biologically impaired, she became disabled by her social conditions and 
perceptions of womanhood, by her inability to attract men (Das & Addlahka, 2001). 
Though these ideas may seem exotic and foreign to us in the United States, it is 
important to recognize that gender and disability were also co-constructed during our 
own historical era of institutionalization.  (The history of institutionalization was 
discussed in depth in Chapter Two; here I will focus only on gendered aspects of this 
history.)  The creation of the institution is tied to the construction of intellectual disability 
as a disability.  As discussed by Carlson, ID was constructed in gendered terms at the turn 
of the last century.  The move to institutionalization coincided with the emergence of 
eugenics and the demonization of out-of-wedlock childbearing (Carlson, 2001).  
Unmarried mothers were constructed as morally feebleminded, and in need of 
institutionalization to protect the public from their harmful, degrading influence.  
Unmarried women also represented a threat to Victorian ideals of womanhood, which 
were predicated on “appropriate” child bearing--that is male-controlled, and within the 
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bonds of marriage. Related to appropriate childbearing was caregiving and child-rearing, 
which were also seen as exclusively female activities. Women of this era were either 
chaste Madonnas or wonton whores; whores required institutionalization.  Under this 
standard, the lines began to blur between intellectually disabled women and women who 
were viewed as morally disabled by virtue of not upholding standards of womanhood.  
Women were seen as morally/intellectually disabled if they bore children out of wedlock, 
and the public needed to be protected from the threat of non-conforming, disabled women 
(Carlson, 2001). 
It is especially interesting to note that care giving, the second pillar of ideal 
womanhood, was strongly associated with the new definition of intellectual disability.  
Unmarried women were not seen as appropriate caregivers for their own children, 
because they lacked the moral fortitude needed to instruct the next generation.  Failing at 
caregiving, in this case, represented a failure of femininity. Women with intellectual 
disabilities were often cognitively unable to provide care to others, and often needed care 
themselves.  Needing care, rather than providing it, was also seen as a marker of being 
less than a woman.  In this sense, failing to meet societal expectations for one’s gender 
was constructed as disability (Carlson, 2001). 
In the institutions, women with ID were offered the chance to be rehabilitated 
through providing care to infants and children with ID (Carlson, 2001; Trent, 1994).  
Thus an image of a “woman-baby caring for her child-baby” became a commonly 
depicted success story of institutionalization.  The institution’s ability to rehabilitate the 
woman-baby by restoring her womanhood became an argument for continued 
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institutionalization (Carlson, 2001).  Moreover, this dynamic of receiving and giving care 
as a measure of disability is in no way limited to the previous century.  The majority of 
direct care for people with ID continues to be provided by women, and the social work 
literature attests to the fact that more than any other relative, mothers bear the burden of 
daily care of people with ID, including cumulative health burdens, potentially due to 
stress associated with life-long caregiving (Rapp & Ginsburg, 2001; Smith, 1996; Chen et 
al, 2001; Seltzer et al, 1995).  Care continues to be gendered, and seen as “woman’s 
work” (Kittay, 2001).  Women with ID who are unable to provide care are seen as 
somehow less womanly, or as failing at the main task of womanhood, a point to which I 
will return in greater detail later in this chapter (Kittay, 2001).  
 
Participants’ Experience of Gender and the Institution 
 As discussed above, gender and the institution were closely related.  For example, 
many participants learned to be women in the institutions.  Sylvia, who at age seventy-
eight was the oldest participant in my study, represents an example of this phenomenon.  
Unlike other participants, who were all middle to upper middle class by birth, Sylvia was 
born to a wealthy and influential family.  She is currently a resident of Lark’s Landing, 
and, as she described, the precisely landscaped and the well-appointed grounds of Lark’s 
Landing’s campus do not compare favorably with her childhood home, which she 
described as a lavish mansion.  Sylvia has impeccable manners, and offered me a cushion 
to sit on and a soda water from her mini fridge in the sunny bedroom of her group 
apartment, where I interviewed her.  She talks quickly, and seems to enjoy telling stories.  
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Like many elderly people, Sylvia wanders from topic to topic, and I struggled to maintain 
the thread and keep details cleared as she shared story after story from a rich life. 
  Sylvia’s early years were spent in the family mansion.  As a woman of means, 
Sylvia’s mother supervised the female servants, instructing maids and cooks in the proper 
maintenance of the family home.  Sylvia was sent to a state school in order to be educated 
and trained.  Here, she learned to cook, clean and care for children, and as a “model 
student”, she was hired out to perform servant-like tasks for a neighboring family, who I 
have called the Clapps.  In Sylvia’s description, however, the word servant was never 
mentioned; instead she described herself as a woman who worked.  Sylvia’s work was 
gendered, as she did “womanly” tasks, such as caring for the couple’s daughter and 
housecleaning: 
I worked up in that house and the house there, for Mr. Clapp and their daughter Julie…. I 
cleaned the house and did all her camp laundry and stayed with her some days after 
school…… I was asked to clean the third floor, it was real, oh, I went up and started to 
clean and I looked up and the whole floor was shut, no generator, no mop and pail.  They 
gave me nothing to work with.  I had to wax the whole complete hallway on my hands 
and knees, I had to change the kids' beds, I had to vacuum the hall, I had to do a lot of 
work1. 
 
Sylvia told me a story about how one day she was left alone with the Clapp’s 
child, Julie, who ran away down the hill when Sylvia insisted that she eat her vegetables.  
As Sylvia describes: 
You know I couldn't find her.  I was petrified.  And I sat and I waited and waited.  I sat on 
some rocks and so I wouldn't fall.  So I got off the rocks and I still couldn't find her.  
There was a long road down the hill and I still couldn't find her.  So here I come down the 
????????????????????????????????????????????????????????
??In qualitative work, the convention is to indent participants’ quotes.  However, as my 
intention in this thesis is to highlight the voices of participants with ID as the most 
authoritative, I have chosen not to indent.?
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road, and I didn't know any people and I still couldn't find her.  So I saw a little, not too 
little, but young, a little young boy and I said “Excuse me, do you happen to know where 
Julie Ann Clapp is? I can't find her.” “Yes, she's inside the house playing with my sister.” 
Well I asked you to please take her out and come home because she had no permission 
from her mother at all!....but if I couldn't find her, oh I would be in hot water! So I took 
her in the house and I say “feed yourself and take a bath”.   
 
When Sylvia’s charged temporarily ran away, Sylvia’s identity was implicated-she was 
no longer a “model student” as determined by her gender performance.  Once the child 
was found, Sylvia returned to her gendered role as a caregiver. 
 Sylvia’s caregiving was also utilized by the institution where she lived as a 
teenager, where she cared for some of the other “girls”. 
I had to take care of 2 girls but that was alright. So I took care of them…So one day she 
[the girl Sylvia cared for] got very beserk and she had her period and there was blood all 
over her pants.  And I said to her “Cara, you have to change these dirty pants.” “I don't 
want to.”….She wouldn’t keep quiet all night long.  So she had tore out all the stuffing in 
the pillow, all over God's creation.  It was in her bed, it was under her bed, it was all 
over.  So Miss DeCamp, and the other house mother was Mrs. Canfield, no another lady, 
so they asked me if I would clean up the room and make it look presentable.  So I did.  
But what happened was she didn't know how to put the sanitary napkin and the belt on.  
So we found it hanging on her leg.  So I got her all cleaned it up, so she had, well, I 
forget what she did, but that was fine. ….. she would never take a bath.  We said “Cara,”, 
we said “Cara, you have to take a bath; you are dirty.” “I don't want to.” You don't know 
the time I had helping her. She was (inaudible). She didn’t want to  do what she was told.  
So I guess we got her in the tub. She had to get herself in the tub.  We had to hold the 
door closed. 
  
Like her mother, Sylvia managed and enforced, and in doing so became a woman.  In this 
capacity, Sylvia’s caregiving helped create and maintain a dichotomous normalization 
ideal.  On one side of the divide were women like Sylvia who “knew their place” and 
cooked, cleaned and served.  On the other side were women like Cara, for whom Sylvia 
cared.  In describing herself, Sylvia refers to this dichotomy-“I cook, I can peel an 
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apple”-in other words, as someone who is allowed to live on the normal side of the 
spectrum due to her performance of gender-typical caregiving actions.  Sylvia is proud of 
her placement on this side of the line, achieved through gendered means.  On the other 
side of the line are women like Cara.  However, missing from this dichotomy is an 
approach that would honor both Sylvia and Cara through an expanded definition of 
normalcy. 
 Tammy experienced a similar gendering of normalcy when the institution utilized 
her labor caring for babies and small children.  
T: I did, I had the babies. 
N: So you helped take care of the babies? 
T: yeah, 15 kids!...I would change their clothes, clean up, make sure their socks matched, 
clean underpants, clean them, play, sing to them 
 
Tammy’s work is evocative of the image of the woman-baby caring for her child-baby as 
discussed above.  Both Tammy and Sylvia performed work for which they were not 
compensated.  Caring for fifteen babies is certainly not easy, yet Tammy’s work was not 
recognized, let alone paid.  Sylvia essentially managed a household, yet at the end of the 
day the family with whom she lived were seen as charitable, and Sylvia was not 
compensated for her labor, either.   A case could be made that uncompensated work 
constitutes economic exploitation of women like Sylvia and Tammy, yet they were 
expected to perform the tasks of caregiving as a matter of course, because that is what 
“good women” do. 
  
Care as Gender Performance 
As work that has traditionally been seen as the province of women, caregiving is 
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gendered labor.  As such, it has been de-valued and seen as somehow less than work, as 
reflected in current cultural ideals that classify only paid employment—and not the at 
times exhausting work of parenting-- as “real work”. Katz Rothman defines the labor of 
care as a commodity that must be devalued in order to keep our capitalist economy 
afloat-were it to be compensated on par with other labors, our economy would come 
unraveled (Katz Rothman, 1989).  So in order to prevent economic collapse, the work of 
care must be defined as less valuable than other labors.   In the institutions, the work of 
women like Tammy and Sylvia was exploited because caregiving was not seen as work, 
but as part and parcel of being a woman.  Tammy and Sylvia were women because they 
did gendered work of caregiving, something that women naturally do. 
 This view of gendered labor is still very much alive in the community.  As 
discussed, female family members provide the majority of kin-provided care, and the vast 
majority of direct care support workers are female (Kittay, 2001).  As such, care is a 
gendered profession.  Caregivers are also compensated poorly, if at all, and non-kin direct 
support workers have a very high turn-over rate (Blumenthal et al, 1998; Devereux et al, 
2009; Skirrow & Hatton, 2007).  Along with poor compensation comes low prestige.  
Care is conceived of as a commodity, rather than a relationship, and not a valuable 
commodity at that. 
As Kittay and Katz Rothman point out, the devaluing and commodification of 
care have implications for all women: If care is the province of women and care giving 
rarely pays above minimum wage, then therefore work that is the province of women has 
little value.  There are social implications in defining women’s labor as less than real 
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work, and of little value.  A feminist theoretical model demands that we re-evaluate the 
worth of care (Kittay, 2001; Katz Rothman, 1989; Rapp & Ginsburg, 2001). 
In addition, defining care as a commodity sets up the care relationship as a 
hierarchal one-way street, where the care giver providers a commodity to the care 
recipient, who receives this object without giving back.  In this model, there is little 
mutuality or possibility for mutual exchange.  The care recipient, because she lacks the 
ability to care for herself, is seen as the less valuable member of the dyad.  The care-giver 
is placed above the recipient by performing the labor of care, and in doing so, defines 
herself as categorically different from the care recipient.  In other words, the care 
recipient contributes nothing to the relationship, in contrast to the care-giver.  In a reified2 
model of care, care-giver has more worth, because she is the one with the commodity to 
share.   
This model ignores ways in which the care recipient may be able to contribute 
other, less commodified qualities to the relationship.  This model also perpetuates 
Victorian gender norms, in that giving care is gendered work that values the member of 
the dyad who performs gender “correctly” by caregiving.  In this sense, the care recipient 
is seen as having nothing to contribute precisely because she is not performing gender 
well--she doe not give care.   
A feminist model of mutuality and interdependence would recognize both care 
????????????????????????????????????????????????????????
2 The process and implications of reification, or making an abstract concept such as care 
into a “thing” or commodity, is explored in depth by the anthropologist Michael Taussig 
in his 1980 article, “Reification and the Consciousness of the Patient.”  Though a 
complete discussion of reification is beyond the scope of this chapter, Taussig’s critiques 
of reified patient status are relevant here. 
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giver and recipient as valued members of a mutually beneficial relationship, and would 
value women for more than their ability to perform gender through the provision of care.  
In a feminist model model, care has worth, but so does the relationship between the two 
participants.   
 
De-Gendering Women with Disabilities 
 Feminist disability studies scholars such as Garland-Thomson (2005) and Lloyd 
(1992) discuss the concept of de-gendering women with disabilities, such that disabled 
women are viewed as primarily sexless people with disabilities, and not really women.  A 
prime example of de-gendering is the way in which we as a culture handle the sexuality 
of women with intellectual disabilities. In general, the sexuality of people is often 
ignored, or regarded as a source of shame, or inappropriate (Gill, 2012; Cuskelly et al, 
2004.)  In multiple studies, adults with intellectual disabilities had much lower levels of 
sexual knowledge than the general population, and were less likely to state that they 
experienced their sexuality as satisfying (Galea et al, 2004; McGuire  et al, 2011; Bazzo 
et al, 2011; Szollos et al, 1995; Cuskelly et al, 2004; McCarthy, 2002).  In addition, 
support workers and family members reported little, if any, training in supporting 
sexuality of adults with ID (Evans et al, 2009).  In addition, many people are very 
uncomfortable with the sexuality of, or sexual expression by, adults with ID (Cuskelly et 
al, 2004; Evans et al, 2009; McConkey et al, 2001; Szollos et al,1995; Bazzo et al, 2007; 
McCarthy 2002; Mayes et al, 2011).  The sexuality of women with ID, in particular, is 
represented in the media as inappropriate, as something that should not exist (McGill, 
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2012). 
 This discomfort regarding sexuality is compounded by homophobia, and so the 
sexuality of non-heterosexuals who have ID is further marginalized and often rendered 
invisible.  In an Australian study, researchers used conservative estimates of the 
percentage of adults who identify as gay, lesbian, bisexual or transgender (LGBT) and 
used Australia disability databases to extrapolate that there are almost 14,000 people who 
are LGBT and have an intellectual disability in Australia (Noonan & Gomez, 2012).  It is 
estimated that people with intellectual disabilities are as likely as the general population 
to identify as LGBT (Lennox, 2005).  Yet, the existence of LGBT people with ID is rarely 
acknowledged. Australia, a progressive nation in terms of disability rights and services, 
does not offer any targeted services programs to this population, and does not include 
discussion of same-gender sexual preference in most resources related to the sexuality of 
people with ID.  Australia is far ahead of the US in that its governmental, health and 
social service agencies actually discuss and provide resources to support the sexuality of 
people with ID. 
 Ignoring the existence of LGBT people with ID and dismissing the sexuality of 
women with ID as inappropriate are two examples of  the de-gendering of disability. As 
Garland-Thomson explains, patriarchal cultures often have strict gender norms based on 
conventional beauty standards and normative conventions for female bodies, with the 
expectation that women whose bodies fall outside of these norms are not really women 
(Garland-Thomson, 2005).  This idea is limiting for all women, as it narrows the range of 
possibilities for self-expression and identity for girls and women (Carlson, 2001; 
??
79 
Garland-Thomson, 2005).  As discussed previously, failure to meet conventional beauty 
standards may even be constructed as a disability (Das & Addlakha, 2001).  Insistence 
that women’s bodies conform with dominant ideals of beauty is experienced by many 
women as oppressive, and is associated with increased sexism and the construction of a 
misogynistic society (Forbes et al, 2007; Wolf, 2002). Women with disabilities represent 
a particular threat to these normative expectations for female bodies, in that they are often 
outside the confines.  In response, we can either adjust our normative ideals to include all 
women, or we can maintain the status quo by dismissing the womanhood of those whose 
bodies (or minds) do not conform (Garland-Thomson, 2005; Lloyd, 1992; Carlson, 
2001). 
 An extreme example of this attitude is described eloquently by Battles and 
Manderson in their article describing the “Ashley treatment,” a controversial case where 
the parents of a non-verbal seven year old girl with ID requested that her doctors perform 
a hysterectomy and oopherectomy and treat their daughter with hormones to prevent the 
onset of puberty.  The parents preferred that their daughter remain a “pillow-angel”, 
innocently childlike, stating that because of her disability, she did not need her 
reproductive organs, or even puberty (Battles & Manderson, 2008).  While the Ashley 
treatment is an extreme case, women with disabilities often struggle to be seen as women.   
 
Menopause: A Case Study in De-Gendering 
For women with disabilities, their impairments are often perceived as more 
noticeable than their gender; in other words, there is a common perception that the 
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biology of impairment trumps the biology of womanhood (Garland-Thomson, 2005).  
However, women with intellectual disabilities inhabit female bodies, and, as such, 
experience women’s life cycle events, such as menopause.  In research by McCarthy 
(2002) and Brown and Gill (2009), peri-menopausal and menopausal women with ID 
said that they lacked information about menopause, and that people in their lives were 
unlikely to discuss sexual health and the menopause transition with them.  McCarthy 
theorizes that this lack may be due in part to health care providers and others forgetting 
that women with ID are women and need the same education about menstruation as other 
women (McCarthy, 2002).  This theory may also explain high rates of untreated 
menstrual disorders among women with ID, though simple treatments exist for many of 
these ailments.  These treatments are readily accessed by the general population 
(Paranksy & Zurawin, 2003).  
The experiences described by McCarthy and by Brown and Gill were shared by 
many participants, including Terri: 
T: And my doctor said, my gyn doctor said, I'm 54 and I still get my period, I'm 54 years 
old.  I get very bad period cramps and they wonder why I still get my period at that age.  
I wish there was some way I could get a test to know, a test I could take for menopause to 
see what's going on, I still have my period when I am 54. 
N: Is that something your doctor has talked to you about? 
T: They don't talk much about it to me, no. 
N: Is that something you would want her to talk to you about? 
T: Yeah, I want to know when I'm gonna be in menopause; how much longer I'm gonna 
have to put up with this period. And they not tell me nothing. 
 
Later in the interview, Terri describes having another question about her gynecological 
health.  Her provider, however, was not forthcoming with information:  I asked my 
doctor, she wouldn't mention anything to me.    
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 Claire has a great relationship with her health care provider, a doctor who cares 
for many patients with intellectual disabilities.  However, Claire has had experiences 
similar to Terri’s when she has attempted to obtain information about menopause from 
her doctor.  With the help of her social worker, she finally concluded that 
It's gonna eventually happen.  And I thought I was going through menopause.  And I am, 
but I'm still getting my period. 
 
Of all the participants I interviewed, all of whom were aged forty-five and above, none 
had discussed menopause with their doctor, and most had not discussed aging in general. 
Though there are many reasons that a health care provider might not discuss 
menopause with a patient, such as lack of time, assumptions that the patient knows more 
than she does, lack of training etc,  a  more specific pattern emerged over the course of 
my interviews.  Terri, for example, is a strong self-advocate, and she has asked her doctor 
for information about menopause at multiple visits.  Taken together, the lack of 
conversation about menopause, a physical life transition unique to women, is evocative of 
the dismissing of and discomfort with LGBT people with ID and the sexuality of women 
with ID.  This lack of conversation about and acknowledgement of menopause in women 
with ID represents a lack of engagement with participants’ womanhood that is consistent 
with the literature (Noonan & Gomez, 2011; Gill, 2012; McCarthy, 2009; McCarthy, 
2001; Booth & Booth, 2003). 
 As described in the literature, the womanhood of women with disabilities is often 
overlooked, and participants struggled to be seen as women during menopause, rather 
than as disabled (and therefore de-gendered) persons.  This asserting of gender identity 
by participants calls for a re-visioning of what it means to be a woman.  If we make room 
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for women with ID to be perceived as women, first and foremost, we are expanding the 
previously constrictive gender roles.  This can only be a good thing for women (Garland-
Thomson, 2005). 
 
“I will have grey hair”: Defining Aging Womanhood 
 In this climate of de-gendering, participants in my study experienced aging as a 
means of reclaiming their womanhood through participation in gendered beauty norms.  
When asked to describe what it meant to get older, many participants focused on physical 
changes.  When asked what makes a person old, Sharona replied “Well wrinkles, and 
lines; crow’s feet.”  Sally and Tammy both felt that age has to do with grey hair. Tammy, 
at age 67, has a full head of bright hair with no greys and says that she therefore feels 
young, despite the arthritis that sometimes leaves her in crippling pain.   Sally associates 
her grey hair with old age, and makes a point of having her hair colored often: 
SD: I never have to cut my hair again. I got white hair. 
NW: How do you feel about having white hair? 
SD: I don't want white hair.  I got my hair colored. I got my hair colored a long time ago. 
 
Grey hair was a prevalent theme, mentioned in eight out of ten interviews.  Most 
participants, like Sally, colored their hair, or wanted to cover their grey.   
 This concrete focus on the physical changes of aging fits with a non-abstract 
orientation I have observed in my personal interactions with adults with ID, and with the 
literature describing effective health promotion within this population (Lennox et al, 
2007; Wilkinson et al, 2007; Leeder & Dominello, 2005).  It is tempting to dismiss this 
focus on the external changes of aging as simply the workings of minds that struggle with 
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abstract thought.  However, in re-reading my interview transcripts, I was struck by a 
repetitive theme concerning beauty.  For many participants, participating in female rituals 
of beauty, such as hair coloring, was a way of belonging to the larger female collective.  
For example, at the beginning of our interview, Sally showed me a photograph of herself 
and her five sisters as children, six little girls sitting in a row, with identical dark ringlets 
cascading down their backs. 
This is me. I got my hair long... My hair's not white then….. My long hair; my sisters had 
long hair. My hair's long, all the way down my back.  
 
 Seen in this context, defining aging by its physical changes is a gendered 
statement. As discussed, women’s life events are thought not to apply to women with ID.  
For women like Sally, a focus on the physical changes of aging allows her to take her 
rightful place next to other aging women.  According to gendered beauty norms, grey hair 
is distinguished for men, yet unacceptable on women. Focusing on these beauty norms 
allows Sally to reclaim aging as a gendered event, and to belong to the vast circle of 
women attempting to cover their grey hairs and crow’s feet. 
 
Aging Pains 
For many participants, aging came with physical pain.  Over half of the 
participants lived with age-related pain conditions, including arthritis, degenerating knee 
joints and fatigue.  For Marnie, who had enjoyed sports as a younger person, aging 
affected her ability to participate in one of her favorite activities. 
 Yeah, trying to find the will to do sports events, it's not easy.  One sport you have to run. 
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Sharona, who is living with a significant leg injury, seconded Marnie’s opinion: 
 It's that I noticed that my leg, I can't, if I go to the ice skating and the leg goes crooked 
and I tell them, I say, don't force me.  Don't force me.  I know that I'm gonna go down.  
And please, don't force me, no! (laughs) 
This physical pain caused several participants to describe themselves as feeling older than 
they were: 
I feel young, but sometimes my body feels old.  With the pain right now. 
Other participants, like Missy, described their pain as affecting their relationships: 
I was never like this.  I mean, I could do most anything. I mean I could walk, run, play 
with my neice, swim a little with my niece, you know, but now my niece asks me, tell me 
“auntie, auntie” “what, Kaley?” “when you coming down?” “I can't climb the stairs! 
you have 20 stairs” it's like “auntie  can't climb the stairs!” 
  
The experience of aging as physically painful is consistent with the general 
literature related to all aging adults, with and without disabilities (Gagliese, 2009).  This 
makes sense, as the biological realities of the aging body are not affected by disability 
status.  Joints become arthritic and ache when it rains; knees give out.  However, not a 
single participant defined her aging by her physical ailments.  For example, though pain 
was a daily reality for sixty-seven year old Tammy, when I asked her if she thought of 
herself as old, she replied that she was young, and would be as long as her hair was not 
grey. Missy, who was facing major surgery for an age-related condition,  said that she 
would only be old if she couldn’t play with her beloved niece.  Unlike in the general 
population, pain was something that one lived with and experienced, but not necessarily 
seen as a harbinger of old age.   For many of the participants, including those with 
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chronic age-associated pain, aging was viewed positively, as a time of increased 
competence, a point to which I will return in Chapter Five.   
 Participants’ experience of pain as an uncomfortable reality, but not necessarily as 
a symptom of aging points to an interesting question of how we view old age and, by 
extension, elderly people and elderly women. In a youth-oriented culture, old people are 
viewed as past their prime, and old age as decline into pain, rather than an advance in 
wisdom or experience.  (Boston Women’s Health Collective, 2005; Northrup, 2010).  In a 
patriarchal, beauty-oriented culture, where women’s value lies in their reproductive 
capacity, elderly women are seen as disposable, having outlived their reproductive and 
sexual use (Boston Women’s Health Collective, 2005; Northrup, 2010).  In other words, 
if women were valued differently, old women, and might be viewed differently, in terms 
unrelated to reproductive value.    And if old women were revered as wise, old age itself 
might be viewed differently.  We might instead view pain as participants did, as an aspect 
of aging but not its defining characteristic.   
 
 
 
 
“This is the First Time I have Ever Talked About This With Anyone”: Invisibility at 
the Intersections of Disability and Age 
Pat is 54, and a resident of Trinity, a community where she has forged strong 
connections.  However, when I asked her if she had ever discussed aging with anyone, 
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she responded by saying “this is the first time I have ever talked about this with anyone.”   
It is reasonable to assume that aging, like other life processes, may also be overlooked in 
people with ID.  Other participants shared Pat’s experience, and only Tammy had ever 
discussed aging with her doctor.  (Tammy’s discussion was cursory).  This lack of 
acknowledgement of aging, and especially of aging women is consistent with literature 
that documents decreased visibility of all women as they age past their sexual and 
reproductive prime (Boston Women’s Health Collective, 2005; Northrup, 2010). 
 In addition, care providers and others who see the biology of impairment as 
trumping the biology of womanhood may not even think to discuss aging with a woman 
with ID.  This lack of attention to the women with ID’s physical symptoms of aging may 
be symptomatic of the invisibility of aging women with ID.  Invisibility and its effects 
will be explored in more depth in Chapter Seven, which focuses on policy.  However, it is 
worth pointing out elderly women with ID are potentially invisible due to their age and 
gender as well as their disability. Therefore, in order to understand the experiences of 
aging women with ID, we must take an intersectional approach.   
Voice 
 In these photos, Judy discusses some of the joys she feels.  Judy loves nature, and 
she loves butterflies.  She also loves trips to Rite Aid, and other everyday occurrences 
that, taken together, establish her as a member of her community.  Looking at Judy’s 
photos, there is no doubt in my mind that she has strong preferences and opinions, and 
the ability to express herself.  Lydia’s photo, titled “ Birthday Party” also highlights a 
sense of belonging, showing a happy time in her household, and depicting her in 
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relationship to her friends and roommates.  Through photography, Lydia comes across as 
a strong individual with quite a lot to express.   
However, in speaking with Lydia and to some extend with Judy, it might be easier 
to miss their strong voices.  Lydia uses words sparingly, and did not say more than “yes” 
“no” and “uh-huh” at my first meeting with her.  Judy speaks rapidly, flitting back and 
forth between subjects and laughing in between words.  Even with patience, one must 
listen carefully and intentionally to hear their voices. 
 
 
 
 
A Good Afternoon by Judy (This photograph shows Judy’s housemates.  She took it 
during an excursion to a local park) 
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Butterfly Card by Judy 
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Birthday Party, by Lydia
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However, in speaking with Lydia and to some extend with Judy, it might be easier 
to miss their strong voices.  Lydia uses words sparingly, and did not say more than “yes” 
“no” and “uh-huh” at my first meeting with her.  Judy speaks rapidly, flitting back and 
forth between subjects and laughing in between words.  Even with patience, one must 
listen carefully and intentionally to hear their voices. 
 In Findley and colleagues’ painstaking ethnographic description of an all-house 
meeting in a group home, researchers noted a similar phenomenon (Findley et al, 2007). 
A weekly occurrence, this meeting functioned to solicit client input on the business of the 
week, such what to eat for dinner, how to divide chores--but was also designed to 
increase client voice.  Yet “voice” was seen as verbal self-expression only, with staff 
trained to go out of their way to solicit such verbal expression.  Though well-intentioned, 
this focus actually served to decrease voice for those who expressed themselves non-
verbally, and led staff members to miss many non-verbal gestures and vocalizations 
which represented attempts to communicate positive behaviors such as helping, sharing 
and compassion (Findley et al, 2007).  Conversely, Jurkowski and Paul-Ward used Photo 
Voice to explore the perspectives and lived experiences of mothers with ID.  Using Photo 
Voice techniques, which do not prioritize verbal expression, the researchers were able to 
elicit diverse and comprehensive perspectives (Jurkowski & Paul-Ward, 2007). 
 Other critical disability studies scholars have noted that prioritizing the 
spoken/written word over other forms of self expression as a disabling force.  For 
example, autism, a disorder that primarily affects the ability to communicate verbally is 
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theorized to be more disabling in a culture that prioritizes the spoken word (Ochs et al, 
2004).  Similarly, Tanya Titchkosky, a researcher whose learning disability affects her 
ability to read and write, eloquently describes her struggles to move through the ranks of 
academia (Titchkosky, 2004).  A clearly brilliant woman and an engaging teacher, 
Titchkosky nevertheless faced obstacles when her colleagues perceived her difficulty 
with reading as a lack of intelligence. Because it took her longer to write, Titchkosky’s 
peers assumed that she had nothing to say (Titchkosky, 2004). 
 Prioritizing verbal voice may be historically rooted in a culture where, for many 
years, opportunities for education and literacy were limited to me (Smith-Rosenberg & 
Rosenberg, 1973).  In fact, nineteenth century doctors cautioned against teaching women 
to read, fearing that education would divert blood from the uterus to the brain, causing 
infertility. This context created an endless loop, where women were seen as less 
intelligent because they couldn’t write, and were denied opportunities for education 
because of their lack of intelligence (Smith-Rosenberg & Rosenberg, 1973).  Without the 
skills needed for written self-expression, women expressed themselves in other ways, like 
the intricate nineteenth century quilts that tell the stories of generations and speak to 
women’s lives.  These forms of expression were viewed as lesser, but women continued 
to use whatever means were available to tell their stories (Geiger, 1990; Chicago, 1975). 
Though of course women currently have many more opportunities for literacy, this 
gendered stigma of non-word bases self-expression as lesser remains.  This stigma is 
especially strong when it comes to people with disabilities/people who are further 
disabled by the privileging of word-based self-expression (Ochs et al, 2004). 
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 As Eva Kittay discusses, this gendered emphasis on word-based self expression 
also affects our determination of citizenship (Kittay, 2001).  Kittay notes that at one point 
in history, when only men were considered to possess reason and rationality, rationality 
was a pre-requisite for citizenship.  Citizenship, in turn, determines one’s humanity, and 
one’s humanity determines whether or not a person is deserving of care.  Under this 
definition, Kittay’s daughter, Sesha, a non-verbal woman with a severe intellectual 
disability, is not a citizen, as she does not use words, and therefore is presumed to also 
lack reason, and therefore humanity. Without humanity, Sesha is not deserving of care, 
devaluing the work and labor of those who care for her.  As discussed previously, this 
serves to de-value women’s work, and thereby women, as the burden of care for Sesha 
falls almost exclusively to women (Kittay, 2001). 
 Kittay suggests a feminist model, according to which Sesha’s worth is determined 
not by her ability to form words as evidence of reason, but by her ability to exist in 
relationship.  Kittay’s model posits that Sesha’s ability to form relationships, to recognize 
her family, and to connect with others determines her humanity, and thus her citizenship 
is.(Kittay, 2001).  I would suggest taking this model one step further by viewing Sesha’s 
ability to exist in relationship as a means of communication.  Relationships are 
characterized by verbal and non-verbal communication and expression.  Judy expresses 
herself by photographing her relationship with her support worker, Pam, and with her 
friends in the neighborhood.  Her photographs document the people in her life, and the 
relationships that determine her identity. This is also true for Marnie who, when asked to 
describe herself, answers “I have a lot of friends.”  For Marnie and for Judy, their 
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relationships communicate more than their words, and represent opportunities for voice.  
 
Good Times by Judy.  This photo depicts a party with some of Judy’s friends 
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Hostas and Me by Judy. 
This photo shows Judy’s reflection as she captures a photograph of a hosta (a kind 
of plant) that she sees on her way to work.  Judy is actively participating in her 
community in this photograph; she belongs, and she takes joy in nature. 
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CHAPTER FIVE 
 
Growing Older, Growing Stronger 
 
 
Introduction 
 
 There is no doubt that the women who participated in my study have led 
incredible lives.  On the forefront of a large societal shift towards inclusion, they have 
witnessed great changes.  When asked how they felt about aging, almost all participants 
stated that they were looking forward to getting older.  Almost everyone felt that they 
would become more independent as they aged, and anticipated increased community 
participation.  This finding stands in stark contrast to the literature and common 
perceptions about aging in the general population.  However, it makes sense when 
considered in the context, as many participants have become more independent over the 
course of their lives.  In addition, they have pioneered community integration, and their 
connections have increased over time (Trent, 1994).  Given this life trajectory and our 
slow but sure progress towards integrated communities, this is an ultimately reasonable 
assumption that speaks to the importance of community inclusion, both in determining 
the competency and capacity for independence of adults with ID, and in quality of life. 
In this chapter, I will discuss the life trajectories of participants, using the life 
story of Tammy Hunter as a frame. I will first discuss participant’s experiences with the 
institutions, to ground the discussion of community inclusion and provide a contrast to 
what participants have achieved over the course of their lives.  I will then discuss the 
concept and gains of community inclusion, including its effects on both individuals with 
ID and on their communities.  Then, I will explore participants’ expectations of increased 
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competency and inclusion as they age.    I will first consider independence and 
competency as they relate to adults with ID, using a four-pronged model of competency 
that considers individual skill, environment supports, community inclusion and self 
advocacy abilities as domains.  This model is rooted in critical disability theory, which 
suggests that all disability is at least in part mediated by culture and environment. It also 
borrows from the ecological model of health promotion, which posits that successful 
health promotion interventions must address individual/personal, interpersonal, 
organizational, community and policy factors.  I will describe each prong of the model 
and discuss community inclusion as leading to increased competency.   
 
“I Am Finally Happy”: Tammy’s Story 
Tamara Hunter grew up in an institution, where she was abused and mistreated, 
and lived in this institution until it closed.  After a stint in a group home, which she hated, 
Tammy was moved to a small apartment in a public housing complex.   This situation 
proved worse.  As the only person with a disability in the complex, she experienced 
stigma and isolation.  Her neighbors often accused her of crimes and property damage 
that she didn’t commit, and Tammy says that she spent a lot of time crying.  Tammy 
qualified for 5 hours a week of in-home support.  Her support worker shopped for her, 
cleaned for her and stocked her fridge with pre-cooked meals from the grocery store.  
Tammy lived in this apartment complex for 12 years, becoming increasingly depressed. 
About 2 years ago, Tammy moved to a shared living situation with a middle- aged 
woman named Carole and her family.  Shared living is a care model based on the premise 
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that relationships between people with and without disabilities can be fulfilling for both 
parties.  Each person is expected to contribute to the relationship and to the maintenance 
of the shared space as they are able.  Rather than thinking of herself as a service provider 
and Tammy as a patient or client, Carole considers herself to be Tammy’s roommate and 
friend.  Tammy has thrived at Carole’s house, and has learned many new skills.  When 
asked to describe herself, Tammy stated: 
I am very good and I do lots of things by myself.  I am smart.  I took a bath this morning. 
By myself. I can do anything.  Anything I want. 
Later on in our interview, Tammy said “I went to the store yesterday” and described 
picking out groceries, herself. 
 Living with Carole, Tammy has become an integrated member of the community.  
Along with weekly shopping trips, Tammy and Carole go out to dinner once a month, 
attend community events and occasional religious services.  Carole’s adult children have 
all become friends of Tammy’s, and they are likely to drop by for a visit, as are the 
neighbors.  Tammy sometimes walks down to the corner store while Carole is at work to 
buy a snack or a missing supper ingredient, and chats with the cashiers for a while before 
walking home.   She has friends in the community, and knows waitresses, grocery check-
out workers and the corner store cashiers by name.  Though the stigma she experienced 
while living in the apartments still stings, today Tammy feels accepted, and that belongs. 
 Tammy also now knows herself as a skilled and independent individual, able to do 
a lot for herself, and she has considerable self-advocacy skills.   Though I did not have 
the opportunity to interview Tammy before she came to live with Carole, I suspect that 
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her concept of herself and her skills may have changed for the better in this time.  When 
asked how she felt about shared living, Tammy replied “I am finally happy.” 
 
I ran away from that stupid place: Institutionalized lives 
 To ground our discussion of community inclusion and the changes participants 
have lived through, I will begin with what Tammy and other participants told me about 
their experiences of institutionalization3. Here, I will focus on the lived experience of 
participants, many of whom did not have fond memories on the institutions. For example, 
Sally recounts how she met her husband Stevie, who also has ID, at a state school: 
SD: In school. (inaudible) helped me get outta there.  They closed down now. I told him, I 
do not miss it. School. It's closed down. I got out of that stupid place.  You can't go out no 
place. You can't go walk around in the yard. People told us stay home. Stay home all the 
time. 
Tammy also remembers sneaking out of a state school, which she describes as “mean.” 
 I used to run away! I did! One time I hid!  
 As described by participants and by the literature, abuse was rampant in the 
institutions  (Kolodny, 2004; Krugman, 1986; Arc of Massachusetts, 2010; Blatt, 1969). 
As Tammy describes: 
 “They used to beat us up. Right there. 25 whacks. With a paddle, too. It hurts.”   
Her experience is seconded by Molly Jeffers, a program director at a mid-sized agency 
serving many clients with ID.  The agency’s office is situated on the second floor of a 
????????????????????????????????????????????????????????
??For a historic overview of institutionalization, please see Chapter Two.  Gendered 
elements of institutionalization are discussed in Chapter Four.?
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suburban building, above a bakery, and the receptionist, a young woman with ID, chats 
with me about the tempting smells coming from downstairs, and then escorts me into 
Molly’s spacious office, which is decorated in soft pastels.  Molly thanks her by name, 
and she helps herself to a mint from a brightly colored tin on Molly’s desk before leaving.  
This interaction stands in sharp contrast to Molly’s description of  how this woman’s life 
might have been had she grown up in an institution.  Molly described institutions as  
“breeding grounds for abuse because they were such a closed system.”  During our 
interview, Molly shared stories of clients who had been physically and sexually abused: 
I served another woman named Wendy who was also at XX State Hospital. She used to 
talk about how the orderlies would sexually assault her. And at the time that I started in 
human services, I was very young and so I used to say to her " Why did you let them do 
that to you?"  And she would say "”If you didn't screw them, they would beat you up."   Or 
they wouldn't feed you, so you sort had to, basically, which is very disturbing to me. 
  
Despite the widespread abuse, some participants had some positive experiences.  
Dorie, although glad to leave the state school, appreciated that she was able to learn 
several skills while there:  
I did my own showers in XX (state institutional school).  I learned there. And I put fitted 
sheets on and stuff.  I learned a little there but I didn't learn as much.  I learned more 
here. 
 
Sylvia, too, has some positive memories of a housemother who was kind to her and 
speaks positively of this woman: 
The housemother was very, very kind.  Oh, was she kind.  And instead of being empty in 
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the room all afternoon, she had a cooking class.  It was her little thing. 
 
Molly Jeffers, the agency manager, chalks these positive experiences up to the resiliency 
of people with ID: 
I think that in the resiliency people carry a history with them that is generally positive, 
which is not what you would always find in folks without disabilities. When they talk 
about things that have happened to them and their lives they tend to spin it positively. 
And I don't know why because I think that they have, the folks that I have supported that 
have been residents of state schools and state hospitals have had some experiences that 
were probably pretty horrendous. And they still remain positive and can talk about the 
good things that have happened, pick out the good things that happened which I think is 
pretty remarkable. 
 
My experience with participants contradicts Molly’s, as Dorie and Sylvia were the 
only ones to recount positive experiences within the institution, or to express positive 
framing.  However, I don’t discount the idea that people who have lived through horrible 
events might be able to describe their lives as overall positive. It is in this context that I 
discuss community integration. 
 
 Integrating Slowly: Stigma and Belonging 
As institutions closed, many participants were deinstitutionalized into a world that 
was inexperienced in living side by side with people with ID (Blatt, 1969; Cummins & 
Lau, 2003). As Molly Jeffers discusses, her teenage son is growing up in a society where 
he knows many people with disabilities.  In contrast, Molly did not have the opportunity 
to interact with people with disabilities until she sought out the experience after college 
by going to work in a human services agency.  Molly’s experience is typical of many 
adults in their 40s and beyond, and helps to explain some of the stigma that participants 
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faced, especially in their younger years (McDonald et al, 2008; Sharma et al, 2006). 
Tammy, for example, recounts the stigma she faced while living in public housing after 
leaving the institution: 
T: They  [neighbors] were so mean, they put notes on my door… Stupid apartment, I 
hated it. 
N: And how long did you live there? 
T: Twelve years.  It stunk.  They used to pick on me all the time.  
 
The majority of other participants experienced similar instances as younger people.   
Here, Sally describes an interaction she had on the bus:  
 A lotta people called me a dirty name. I don't want to say the word. 
As Molly Jeffers describes, people were deinstitutionalized before their humanity and 
citizenship in the human race was recognized: 
[W]hen I think of the changes from when I first started which was in 1990, 1990 at my 
first job in human services and I walked into a program and people were wearing [used 
and run down clothes from a notoriously low quality area flea market]. I said ‘can we 
buy them some clothes?’  And that was a really foreign idea,’ why would we do that?’ 
Well, why wouldn't you? It's just... It's just that that was really the mindset that…they 
were not, they didn't necessarily deserve to live differently. They didn't deserve the same 
life that you and I have. 
  
Along with stigma, many participants’ early lives were shaped by isolation. Here, Marnie 
discusses the changes in her life since she came to live at Trinity, a faith community 
where she feels welcome, in contrast to her earlier life: 
MG:I'd have to stay by myself and talking to the walls 
NW: It must have been lonely 
MG: yeah I was. 
NW: does life feel less lonely now? 
MG: yeah 
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NW: that's good. I'm glad. What has changed about it to make it less lonely? 
MG: I don't know. I live right here. That's good 
 
The isolation that many participants experienced was mediated by stigma, and was 
experienced by many participants as disabling.  This is a prime example of the socially 
constructed nature of disability, as isolation of people with ID is not biological or 
inherent to the impairment itself.  Rather, disability is constructed from the social 
experience of the impairment, whether that experience is one of isolation or one of 
inclusion.  Terri, a participant who often experienced isolation, felt that isolation, not 
intellectual disability, was the disability that affected her life the most.   
Slowly But Surely: Gains In Inclusion and the Benefits of Integrated Communities 
 As alluded to by Marnie, communities have gradually become more integrated, 
resulting in increased opportunities for inclusion, belonging and relationship development 
(Caldwell, 2010; Gill & Brown, 2009). For all participants, belonging was viewed 
positively.  For Sally, a resident of Trinity, her sense of belonging comes from her 
connection to her family, and her participation in her community.  Here she describes a 
photograph of her relatives: 
That's my nephew.  That's Stevie and my nephew.  I got whole bunches of cousins, nieces, 
my niece is married, that's my sister's son, married too. My brother Kenny got married 
too. 
  
In addition, Sally describes relationships, forged over time, with her neighbors and other 
people she encounters during her daily life, all of which enrich her life.  Here, she 
describes bringing a plate of cupcakes she baked to a neighbor who had experienced a 
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home break in.   
I made cupcakes for my neighbor up there…yeah, I went over there all the time. I told her 
I thought, I said "Mary, you bought me something for my birthday."  I told her thanks a lot, 
you gave me some clothes, I told her thank you.   
 
As expressed through her participation in this kind of mutual exchange, Sally is a 
member of her community, and she delights in forming relationships and in belonging. 
In the following photo series, Judy describes the importance that community 
participation has had in her life.  In her photos, Judy’s community is vibrant and the 
pleasure she finds in belonging is evident. The final photo, with Judy’s image reflected in 
the side of the catering van she photographs, shows Judy as an active member of her 
community, and as an individual who belongs.  This sense of belonging is important to 
Judy’s identity. 
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Convenience Store
Judy is friends with the owner of this shop. 
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Convenience Store 2
 
Playground  
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Café 
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Cake Van 
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Care providers seconded the view of the participants that a sense of belonging, 
integration and participation in the community is beneficial for individuals.  They often 
described the early days of de-institutionalization and isolation of people with ID as the 
“bad old days”, and talked about the challenges of coming up with new models, hitting 
the ground running as people entered the community.  As Martha Krebs, a social worker 
who began her career working with adolescents with ID, describes:  
[P]art of my job was…doing school to work transition plans with the students and their 
families, which meant developing relationships with the local rehab office at the, what 
used to be known as the Department of Mental Retardation (frowns) 
 
The literature related to quality of life further documents the importance of belonging, 
(Nota et al, 2007; Heller et al, 1998; Angrosino, 1997), even if ways of increasing 
participation are made up as we go along, as described by Martha.  As will be discussed 
in the next chapter, the opportunity to form friendships and relationships offered by 
community life was found to be important to participants’ happiness and quality of life 
(Knox & Hickson, 2001; Schalock, 2004; Schwartz & Rabinovitz, 2003). In addition, 
behavioral variables were all found to have improved following deinstitutionalization, 
with people with ID showing less aggressive and challenging behaviors, as well as less 
instances of self-injury (Kim et al, 2001). 
Integration of individuals with ID may also benefit the community as a whole. 
Eliza James, who manages a cluster of several group homes for a small agency, expressed 
this idea eloquently during our interview.  Unfortunately, my recording device 
malfunctioned during my interview with her, a situation I did not become aware of until 
afterwards.   I will summarize Eliza’s opinion below: 
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 I ask what quality of life means to her, and she says that community integration could 
almost be a stand-in for quality of life-the more integrated someone is, the higher quality 
of life.  She then says that she thinks that community integration is good for her clients, 
but it is also good for the community.  She says that this generation went from being 
numbers (in institutions) to people (in the community) and this is also good for the 
community at large, to have more people who are thought of as people.  She feels people 
with ID help expand the community’s horizons, and make communities more accepting, 
which can only be good for everyone. 
 
Molly Jeffers also feels that being around people with ID has made her a better 
person, an idea that she feels translates to the community at large, by offering everyone 
the opportunity to become more accepting, tolerant and compassionate.  In addition, she 
feels that enabling choice for people with ID makes us as a society more engaged with 
and open to supporting a variety of choices for all members of the community.   
 
Competency and Inclusion In Aging: Tammy’s Story  
 As Tammy has aged, she has become more integrated into the community, and she 
has become happier.  She has also become more competent and able to do for herself, a 
characteristic in which she takes pride, and which, I will argue, is intertwined with her 
opportunities for integration.  In this section, I will detail Tammy’s increased competence, 
followed by a discussion of a theoretical model that considers access to community 
inclusion as one of four domains of competency for people with ID.  These domains 
include personal competencies and skills, the presence or absence of an environment that 
both supports and expects independence and interdependence, inclusion in the 
community, and self-advocacy skills.   As I will discuss, aging has impacted all four 
domains for participants.  As Tammy’s story illustrates, these domains intersect and often 
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overlap, though I will discuss each domain in turn. 
At Carole’s house, Tammy displays personal competency-her ability to bathe by 
herself and to go grocery shopping, and her ability to contribute to the household.  
However, it is important to note that Tammy’s biological potential has not changed since 
she moved in with Carole.  Yet, in her prior living situation, her support worker bought all 
of her groceries for her and Tammy was not “capable” of shopping.  This difference 
illustrates the second prong of the model, environmental expectation of, and support for, 
competency.  Carole expects Tammy to contribute to the household, and she believes that 
Tammy can contribute, at her own pace.  Here, Carol talks about her expectation that 
Tammy wash and fold her own laundry.  Initially, Tammy resisted this expectation, saying 
that she couldn’t do it, having never done laundry for herself before: 
C: But if you can't, I say ‘Tammy, you can.’ Tammy folds her laundry and I tell her it's up 
to her how long she wants to take.  If she can't do it right away, it makes no difference.  
So she does it 
T: I do it day by day… 
C: What I think the key is is the approach. If I don't push, but if I say to Tammy you have 
to do this, you have to put it away now, and it doesn't work,  but if I say, Tammy, how 
about if we do this, we do it this way and we do it little by little, well, then she can do it.  
It's the approach. 
 
In other words, Carole has created an environment where Tammy can be competent, as 
she both expects and supports competency.  
 In addition to Carole’s expectations and support in Tammy’s immediate 
environment, Tammy’s inclusion in the larger community also contributes to her 
competency.  For example, Tammy takes pride in her ability to go to the grocery story 
and select her own groceries, a competency that is partly her own skills but partly the 
??
111 
community’s ability to accept Tammy as a person capable of navigating grocery 
shopping. In other words, the inclusiveness of the community partially mediates Tammy’s 
individual skills in that her ability to participate rests as much on community acceptance 
as it does on personal ability. 
Finally, Tammy herself has learned self-advocacy skills, which I consider the 
fourth prong of the model.  In claiming competency, Tammy asserts her preferences, and 
she establishes herself as a person with agency.  Tammy now knows how to state what 
she wants, whether she is discussing laundry or her living situation, and is therefore more 
likely to be given the space she needs to be competent.   
 
Competency and Inclusion: A Theoretical Model 
The ecological model of health promotion posits that any and all health and 
lifestyle choices are impacted by individual/personal, interpersonal, organizational, 
community and policy level factors.  Since people do not make decisions in a vacuum, 
effective health promotion interventions should target many or all of the domains 
delineated above (McLeroy et al, 1988).  Likewise, critical disability studies posit that, 
just as gender is socially created from biology, disability is socially created from 
impairment (Titchkosky, 2003). These theoretical positions therefore dictate that 
discussion of competence, agency and capability must consider the context in which 
women with ID live and age.  In the following discussion of aging and competence, I 
have tried to consider context as much as possible.  I theorize that competency and 
agency for aging women with ID is comprised of four domains: personal capability, 
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environmental expectations/support, opportunities for community participation and 
advocacy.   These domains correlate to the ecological model as follows: 
Table 4: Competency and the Ecological Model 
 
 
 
 
Competency model Ecological Model 
Domains 
Example re: aging 
Personal capability Personal, interpersonal Positive: Aging adult is capable of 
performing self-care, with or without support 
from a care worker, family member etc 
Negative: Aging adult might be capable of 
making her own bed, but was never taught 
how, so support worker makes her bed each 
day. 
Environmental 
expectations/support 
Interpersonal, 
organizational, 
community 
Positive: Aging adult’s support worker 
expects that she can ask questions at the 
doctor’s office and role plays a conversation 
until the adult feels that she knows what to 
say at her next appointment. 
Negative: Aging adult is perceived by doctor 
as incapable of making choices and is 
therefore not offered options or provided with 
information in a way she can understand.   
Opportunities for  
community 
participation 
Community, policy Positive: Aging adult decides that she wants 
to learn to cook basic meals and has the 
opportunity to attend a cooking class at the 
community center; class is open to adults 
with ID. 
Negative: Aging adult would like to make 
friends but the local senior center does not 
have the capacity to serve adults with ID. 
Self-Advocacy Personal, interpersonal, 
policy 
Positive: Aging adult wants to retire and 
advocates to her case worker for the supports 
she needs to no longer attend a day program. 
Negative: Aging adult does not understand 
why doctor needs to take blood and 
experiences the procedure as traumatic.  She 
does not speak up, but refuses to return to the 
doctor. 
??
113 
 As discussed in Chapter Two, Robert Edgerton’s ethnographic work with de-
institutionalized adults suggested that people with ID conscientiously attempt to avoid 
stigma by presenting an illusion of competency (Edgerton, 1993).  In Edgerton’s model, 
adults with ID have a personal deficit-incompetency due to low IQ-that they must 
compensate for through personal effort.  This model frames competency in solely 
personal terms, reflecting only the first tier of the ecological model, ignoring social, 
societal and community elements of the picture (Edgerton, 1993). Based on the 
experiences relayed to me by participants, the four-pronged model more accurately 
reflects competency as it exists in the multi-faceted, socially constructed environments in 
which adults with ID live. 
Everyday competence 
 Competence in general was an important theme for participants.  In contrast with 
Edgerton’s theory, participants were not using competence as a means of blending in.  
Instead, they saw their increasing competence as a badge of pride, and were eager to 
share their accomplishments. 
Here, Tammy discusses her morning in response to a question about her daily routine:  
Make my coffee in the morning, get up myself, make my coffee.  
In describing her routine, Pat eagerly shared “I..make my lunch, I had to do that on 
Sunday night for Monday.” 
 Sally also takes pride in accomplishments related to everyday living:  
You know, you know, I checked my phone number  five times.  I know how to make bread.  
Sylvia also expresses pride in her accomplishments:  
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I know how to cook chicken. I know how to make a full salad. I know how to peel an 
apple.  See I know how to do a lot of things.   
 These accomplishments are not insignificant, especially when seen in context of 
lives that were once relegated to institutions.  At the start of their lives, Terry, Sally, 
Tammy, Dorie and Sylvia were told that they were not competent enough to belong in the 
community, and that this decree was an unchanging biological reality.   Older ideas of 
unchanging biological reality mirror this one, such as the idea that the unpredictable 
hormonal shifts of the menstrual cycle leaves women unfit for leadership, or that women 
simply lack the brainpower needed to vote in elections (Smith-Rosenberg and Rosenberg, 
1973).  In 2013, we regard such ideas about inborn biological limits on women’s 
capabilities as quaint but oppressive falsehoods.  In expressing pride in their everyday 
accomplishments and competencies, participants show how they have overcome equally 
oppressive falsehoods over the course of their lives.  For all participants, every day 
competencies increased with age as they learned skills, but also as they gained 
opportunities to participate in the work of everyday living. 
“When I was younger, I needed help” 
In reflecting on their younger years, many participants acknowledged limitations 
both personal and environmental.  As Dorie described it, being a child was hard because 
she didn’t have much independence.  Her mother tried to do everything for her, and she 
was often not allowed to make basic choices, such as which outfit to wear or what to have 
for lunch.  Now, at age 62, Dorie lives in Larks’ Landing, a campus-based group 
residence that is actively committed to supporting choice.  As Dorie says, getting older 
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has been positive for her, as she discusses in the context of her move from her mother’s 
house to her current community placement at Lark’s Landing: 
D:(When I was younger, my mother) did everything for me.  I never learned to do laundry 
til I came here.  I did my own showers in XX (state institutional school).  I learned there. 
And I put fitted sheets on and stuff.  I learned a little there but I didn't learn as much.  I 
learned more here… Now it's pretty easy.  I'm pretty used to it.  I do my own laundry, my 
own shower, pick up my room, do what I need to do. 
N: And what do you like about that, doing the things that you need to do? 
D: I love it.  I like being able, doing my own things 
 
Other participants discussed learning over time-to make one’s own lunch, to get 
dressed in the morning, to decide whether or not to go to church.  Participants seemed to 
revel in these options and skills acquired later on in life.  For these participants, aging 
represents increased competence and independence, both in terms of what they could do 
and in terms of what they were “allowed” to do.  For this reason, aging was not dreaded 
as it might be by others, who worry that their independence will be compromised.   
 
Environmental Competence: “I’m not a kid” 
 In addition, though increased personal competency was important, it was only one 
side of the equation.  For many participants, their degree of independence depended not 
only on their abilities, but also support and recognition of their autonomy by those around 
them.   Terri sums up this idea in describing a visit to the doctor seeking treatment for her 
allergies.  At the appointment, her staff member spoke for her, despite Terri’s repeated 
attempts to make herself heard.  She felt that both the doctor and the staff member 
ignored her, leaving her voiceless. 
My staff goes in the office with me.  Another thing I don't like what she did, my doctor, my 
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doctor was gonna give me something-I have allergies, right? I sneeze a lot.  And then she 
told my doctor  “oh, she don't have no allergy'.  And I did, she, the doctor could give me 
Claritin or something for my allergies, and she goes right up to my physical, my staff says 
'oh she don't have no allergies, there is nothing wrong with her' and my allergies, I sneeze 
and people think I'm crying.  I'm not crying, my eyes get all watery every time I sneeze, 
when the pollen I start sneezing, certain smells I start sneezing, when they are cutting 
grass, I start sneezing and my eyes get watery and I start sneezing.  'oh, she don't have no 
allergy'.  How does my staff act like she's the doctor? 
N: Did your staff member ask you if you had allergies, or she just told the doctor? 
T: She just ran her mouth, ran her mouth and say 'she don't have no allergies'.  And I do. 
But it didn't-and the doctor didn't want to listen over my staff, just because my staff  
knows more than she did.  She thinks my staff know more than me do.  I should know 
more than her.  It's me that's sneezing.  Cuz I cant go to the doctor on my own, they treat 
me like I am a kid.  They don't treat me like I am an adult. 
 
 In this instance, Terri is competent, and able to speak for herself, but her social 
environment (staff member and physician) do not allow her to act upon her own 
capabilities.  In another environment, Terri would be able to exercise the agency that she 
strives to attain.  Most participants described instances like Terri’s visit to the doctor, 
where they were treated as children, instead of adults, or when their capability was 
ignored.   Missy also expressed distaste for being treated as a child, in reference to a 
conversation with her mother: 
When I say something is wrong with me she starts crying. “Oh, I'm worried about my 
little baby”.  She always calls me a baby.  She always calls me her baby, but I am not a 
baby…..I don't like it at all. 
 
Fortunately for many participants, experiences of being treated as an adult, and not a 
child, also increased with age.  Here Tammy discusses her decision to stop attending a 
day program she didn’t enjoy, and Carole’s support for her decision: 
C: Tammy used to go to a day program, and then didn't like it, so she  
T: I quit! 
C: Yeah, she quit, you didn't like it though. 
T: I didn't like it.  It was very boring.   
??
117 
C: You didn't like it because they didn't go out. 
T: Just sit like this all day. 
C: So now you just stay home. 
T: I stay home by myself…I'm retired.  
C: She decided that herself, last year. 
T: I said, I don't want to go to the program. I wanted to stay right here. 
 
Pat, too, has found increased support for her independence as she has aged.  Here, she 
discusses becoming her own legal guardian: 
When my Ma told me I'm my own guardian, when she said I'm my own guardian, I said 
‘Yahoo! I can do anything I want.’ 
 Especially for those who lived in institutions, aging has brought an almost three 
hundred and sixty degree shift in self-determination.  As Sally describes her life in the 
institution: 
SD: I got out of that stupid place….You can't go out no place. You can't go walk around 
in the yard. People told us stay home. Stay home all the time. 
 
In contrast, Sally’s environment now supports her self-determination.  Here she describes 
making a choice, with help from her support worker, to save money and plan a vacation 
for her and her husband, Stevie, to the coastal town where they spent their honeymoon 
twenty years ago: 
Me and Stevie can go out. We're gonna go on a summer vacation in August….(inaudible) 
beach. and in a hotel. They have a hot tub there….I mean we are gonna go shopping after 
we get down there.  
 
 As Sally sees it, age has brought positive changes, and she describes herself, and 
her life, as happy. Living in the community, Sally has friends, a husband, and individual 
choices such as the one highlighted above.  She perceives herself as competent, and she is 
supported in having agency over her own life. 
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 Several support providers seconded Sally’s view.  Here Molly Jeffers, talks about 
agency and choice in the context of changes she has seen during her twenty year tenure in 
the field: 
It's just that that was really the mindset that people were victims. People were victims, 
they were not, they didn't necessarily deserve to live differently. They didn't deserve the 
same life that you and I have. So that was, so in the interim people are going out and they 
are getting jobs and they are participating in groups and they are accessing their 
communities and living decent lives. And those are all wonderful things. Are we there? 
No, no we're not, and I think that there needs to be a lot of education of the public that 
people with disabilities are not children, they don't need to be infantilized. 
As Molly describes it, Sally is an example of someone who has gone out and lived a 
decent life, a life that affords her agency and self-determination.  Sally lives as an adult, 
not a kid. In terms of capabilities, Sally and Terri are not very different.  Yet Sally’s life 
reads very differently from Terri’s experiences, and Sally seems to experience a much 
more satisfying life than Terri.   Contrasting Sally with Terri highlights the importance of 
the social environment in determining capability. 
“I Go Places Now” Community Inclusion and Competency 
As Sally states above, much of her happiness is related to her ability to go places, 
interact with her neighbors, and otherwise participate in the life of her community.  
Tammy, likewise, thinks of herself as competent because she is able to take part in 
everyday activities in the community, such as going shopping and out to eat.  As 
discussed above, this is partly a reflection of Tammy and Sally’s growing skills in doing 
these activities, it is also a statement of the community’s ability to accept a woman like 
Tammy in the check-out line, or a couple like Sally and Stevie in a community pool.  In 
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this sense, Tammy’s skills at grocery shopping would be irrelevant if she were not 
allowed into the store, or treated poorly while shopping.  As discussed previously, 
opportunities for community participation have increased, often dramatically, over the 
course of participants’ lives.   
In contrast, Terri was the only participant who felt that her opportunities for 
community participation were limited. For example, she has spent the last few months 
trying to get eyeglasses. Like many people in their mid-fifties, her eyesight has become 
weaker, and she would like to see as she used to.  However, rather than being able to walk 
into an optometry shop or eye care clinic in the community, the intricacies of Terri’s care 
plan and funding dictate that she first receive the approval of her case worker and be 
accompanied by support staff.  Terri calls her case worker at least once a day, and has yet 
to hear back from him.  Because she lacks accessible supports, Terri’s ability to 
participate in the community is constrained. 
From a critical disability studies perspective, this limitation is disabling in and of 
itself.  As discussed, a supportive environment with positive relationships and high 
expectations was a key factor in the degree of competency that participants experienced.  
In this case, stigma and isolation create the opposite set of conditions, leading to an 
environment that can intensify impairments. Terri, while biologically impaired, is 
disabled by the isolation she experiences, as a direct result of a socially constructed 
environment that prevents her full participation in her community. As Terri said often 
throughout our interview:  “I just wish there was someone I could talk to…” 
 In the above statement, Terri realizes that she is being denied full participation in 
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the community.  From a citizenship or biosociality perspective, Terri is receiving the 
message that she belongs more to the community of the disabled than to the world of 
regular people (Rapp & Ginsburg, 2001).  Rather than claiming Terri as one of “us”, she 
is seen first as a disability, and only secondly, if at all, as an aging person who needs 
eyeglasses.  From an advocacy perspective, this classification of Terri speaks more to her 
social world than it does to her impairment.  Terri’s isolation, therefore, becomes her 
primary disability.  Though biologically, Terri and Sally might be similar, Terri’s 
continued isolation and resultant disability stands in sharp contrast to Sally’s increased 
competence as she ages and becomes more included in the life of her community. It is 
also worth noting that Terri does not see herself as belonging to a separate society, or to a 
kin group comprised of individuals with disabilities.  Rather, she is attempting to function 
in the same world as her neighbors and biological kin, and is encountering limits in this 
world. 
 
“When I was younger, I wouldn’t have known what to say” Aging and self-advocacy 
 In addition to increases in self-determination, many participants felt that they had 
learned self-advocacy skills over the years.  This was often a source of considerable 
pride. For example, Sally voice shone with pride as she told this story, about her response 
to being called a hurtful name associated with her disability as a young adult: 
SD: Now you know what I did? I stuck up for my own self. 
NW: Good for you! What would you do to stick up for yourself? 
SD:  I said "you people, you shouldn't keep looking at me, you're calling your own self 
bad.  Stop looking at me like that" 
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For many participants, self-advocacy and willingness to speak up for oneself have 
increased with age.  For example, Claire described the following incident with her health 
care provider, which took place when she was in her early 20s. 
Yeah, and I mean, I had a gynecologist a long time ago, and I was really scared about my 
gynecolog-this was when I was in my early 20s and she would just like rush rush the 
whole thing and I felt like she didn't really know that I had a learning disability and I was 
just kind of like upset with her and I wish I had told her back then because she like just 
was so, rushed the whole thing, didn't even answer-I think I had questions and she didn't, 
I just felt hurt by her. 
 
Reflecting on the experience at age 45, Claire said, [I]t was just so rushed and but if I 
went back, I would probably feel a lot less nervous because that was a good 20 something 
years ago.  When asked, Claire said that now she would feel more comfortable speaking 
up at this point in her life, and would handle the situation differently: 
 
C: I would probably just say don't, please don't rush.  I have a learning disability and I'm 
uncomfortable-well, back then I was uncomfortable, but now I can have gynecological 
exams but see some doctors just aren't very good about treating people with learning 
disabilities. 
 
Aging as Increased Competence and Agency 
N: And what about now, are there things you like better about being an older person? 
D: Yeah! Doing a lot on my own, going places, doing what I need to do, shopping, 
whatever I need to do. 
 
 Like Dorie above, many participants spoke about aging with excited anticipation.  
Their life trajectories thus far had brought positive changes-both increased competence 
and increased recognition of their adulthood.  Participants had no reason to believe that 
this trajectory would not continue, and so were eager to get older.   For all participants, 
including those who had experienced de-institutionalization, community participation had 
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increased as they transitioned from the restrictive environments of the institutions to 
freer, more supportive lives in the community.  
 Even when slightly unrealistic, participants expressed hope for a positive, more 
independent future.  Here, Mary describes where she would like to live as an older 
person, referencing her boyfriend, Brian.  (Brian and Mary have been dating on and off 
for some years; they are both participants in a vocational day program.) 
M: I wish Brian and I could live together.  But we can't. 
N: Oh yeah, how come? 
M: Well, we both don't have that kind of money. And but we will sometime. 
 
It may not be feasible for Mary and Brian to live together for financial reasons, yet Mary 
has experienced increasingly positive changes and gains in independence and agency 
over the course of her life. She has no reason to believe that this trajectory will not 
continue, or that it will not culminate in an opportunity to live with her partner. 
 The exception to this rule was Terri, who felt locked in an endless cycle of 
unreturned phone calls and simple requests ignored by those in power as she attempted to 
improve her life and meet basic needs. Terri said that she hoped this cycle would change 
as she aged, but she did not fee that her older years would be much different from her 
current reality.  This contrast highlights an important limitation of my sample: the 
participants I interviewed, with the exception of Terri, had a high degree of community 
connection.  All participants (again with the exception of Terri) had close connections 
with people with and without disabilities, including two participants with significant 
others/spouses, several participants who were close with family members such as siblings 
and nieces/nephews, and several participants who spoke about important friendships.  
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Though Terri lived in the community, she did not feel connected to those around her.  In 
this sense, Terri may be an example of the problems inherent in equating exposure to the 
community with community participation and connection.  As discussed by Cummins and 
Lau, placing someone in a community residence does not ensure integration into the 
community; it is merely a first step in what must be a conscientious progression towards 
full recognition of the citizenship and agency of people with ID (Cummins & Lau, 2003).  
Terri talked about this lack of agency in her plaintive statement: “no one calls me 
back.”   Terri did not experience her life as increasing in agency and self-determination, 
and she had no reason to think that this situation would change.   This contrast highlights 
the need for further research with participants who are not receiving the potential benefits 
of community integration.  In addition, this shows that while aging was generally seen 
positively, it is not a panacea.  Only those who have been supported in independent living 
have the potential to view aging as a time of increased independence. 
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TruMoo 
TruMoo milk is Judy’s favorite beverage, and she delights in being able to decide, 
herself, what she will drink 
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CHAPTER SIX 
 “I want to die in this house because Carole loves me so much”: 
The power of relationship 
 
Introduction 
In each and every interview I conducted, relationships emerged as a powerful 
theme.  Participants discussed their relationships as sources of joy, but also as sources of 
empowerment, identity, belonging and self-advocacy. Relationship was also very 
important to decision making.  In this chapter, I will discuss the importance and nuances 
of relationship in depth.  I will begin by summarizing the previous chapter’s discussion of 
isolation and belonging and some of the literature regarding relationships. I will then 
discuss participants’ experiences of their relationships as sources of joy, belonging, 
identity and empowerment.  Participants described relationships as important for their 
ability to self-advocate, and described making decisions in the context of their 
relationships.  Finally, feminist scholars have called for a woman-centered model of 
decision making that puts relationships front and center (Baker Miller, 1986), and I will 
discuss how this model might apply to women with intellectual disabilities. 
For all of us old age comes with loss, and I will end this chapter with a discussion 
of loss in the context of relationship.  For all participants, loss of their parents, both 
potential and actual, loomed large.  I will discuss these experiences, as well as the 
implications for self-advocacy and for the health care and social service systems. 
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Relationships and Belonging: A History 
In the mid-1970s, at the beginning of de-institutionalization, Bodgan and Taylor’s 
articles about friendships between people with and without ID were seen as innovative, 
insofar as the authors were chronicling a new phenomenon (Bogdan, 1976; Taylor & 
Bogdan, 1989).  As I was reading one of Bogdan’s articles about the new frontiers 
represented by relationships with people with ID, my aunt called me, asking if I would 
take her out to dinner next week so that she could tell me a choice piece of family gossip.  
Bogdan’s earnest writing seemed obvious to the point of hilarity.  At the time—at least in 
anthropology and academia-- the idea that people with ID were capable of relationship 
was new.   
Ironically, the very newness of this idea might represent an important source of 
bias within academic anthropology, which, in the 1970s was also male dominated and 
potentially somewhat shielded from the less than glamorous daily work of providing care 
to people with ID.  It may also speak to marginalization, and reflecting who those with 
the relative privileged existence afforded by academia chose to see.   It is hard to tell how 
much of this newness resulted from institutionalization and limited contact with people 
with ID, and how much derived from a Columbus-like discovery of what people different 
–-and less privileged--from themsevles have always known.  Regardless, Bogdan is seen 
as an important contributor to the literature surrounding relationships and people with ID.  
His work chronicles the experience of people without disabilities who connect with 
people with ID.  These relationships, often initially born out of pity, progress to a 
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realization of common ground, such as a mutual interest in music, and that people with 
ID possess positive characteristics (Bogdan, 1976; Taylor & Bogdan, 1989).   
Writing almost 40 years later, Knox explores relationships between participants 
with ID.  Using a phenomenological approach, Knox found that a “best mate” type 
relationship was an important contributor to quality of life for adults with ID.  As 
described, other researchers have focused on the relationships between people with ID 
and those who do not have disabilities (Knox & Hickson, 2001).  Though peer 
friendships carried a lot of significance for participants, Knox is unique in her research 
focus on the relationships between individuals with ID.  She suggests that the lack of 
attention to relationships between people with ID may be due to normative biases that 
deem relationships where at least one person does not have a disability as more 
significant.  In any event, this bias towards research related to people who do not have ID 
and their relationships with people with disabilities mirrors another trend in ID research, 
namely a focus on the perspective of caregivers, family members and service providers, 
rather than people with ID  (Knox & Hickson, 2001). 
 Angrosino and other ethnographers (including Edgerton to some extent) 
emphasize the importance of relationships as a source of happiness for people with ID 
(Angrosino, 1997; Edgerton, 1993; Edgerton and Gaston, 1991; Castles, 1996). In a 
reflection on community integration in Great Britain, Carnaby questions the health 
services’ failure to use formation of positive relationships as an indicator of successful 
integration (Carnaby, 1998).  Chronicling life in a British faith community similar to 
Trinity, Carnaby asserts that relationships and interdependence are important markers of 
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quality of life for adults with ID (Carnaby, 1988). 
Community integration has increased opportunities for friendships, relationships 
and belonging for people with ID, as discussed in Chapter Five. This represents an 
important gain, and provides a backdrop against which to discuss the many aspects of 
relationships, as described by participants. 
 
“My niece and nephew makes me happy and joyful”:  Relationships, Joy and 
Belonging 
 Sharona describes herself as happy, as someone who enjoys her life.  Spending 
time with her sister’s children is an important source of joy for Sharona.  She plays with 
the children, shares meals with them, and talks to her nephew on the phone.  Their 
relationship gives her life meaning and brings her great joy.  Marnie, who is a resident of 
Trinity, described having friends as an important source of joy. Here, Marnie describes 
how much she wanted to live in community when she discovered that it was an option for 
her: 
MG: I knew eventually was going to happen. They kept on saying it's only a dream it's 
only a dream Marn, but it happened. 
NW: And here you are? 
MG: Right (laughs) 
NW: And so what do you like about it here? 
MG: umm, friendship. And helping. 
 
Living in a community where she has friends, Marnie’s life is like a dream.   The concept 
of joy and meaningful lives will be discussed at length in Chapter Eight, but here is it 
worth noting that the ability to participate in relationships and reap the joys thereof was 
experienced by all participants as highly meaningful. 
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         Participating in relationships also lead to feelings of belonging.  For example, Pat 
grew up in a large family, as one of nine children.  She has lived at Trinity for over 
twenty-five years, and, though living with housemates can be annoying at times, Pat has 
developed deep relationships at Trinity, and feels that she belongs.  When asked about 
getting older, Pat stated that she knew that people get older and die.  Her immediate next 
thought related to her relationships, and where she felt most comfortable.  She said: 
P: If I had a choice to die, I want to die in my mother's house or here. 
N: How come? How come you would pick those places? 
P: I don't want to be lonesome. 
N: And so this place in your mother's house, you don't feel lonesome here? 
P: Nope. I'll be next to my sisters. Or I'll be close to these guys. (Points inside, where 
housemates are cleaning up from dinner) 
 
Like many of us, Pat would feel most comfortable approaching death surrounded by 
loved ones, in a place where she belongs.  And for her, a place where she belongs is 
defined by the people who inhabit it.  Tammy shares Pat’s feelings, stating that she would 
like to die here, in Carole’s house, because “Carole loves me so much.” For Sharona, too, 
relationships of importance determined her feeling of belonging. When asked about her 
old age and where she would like to spend it, Sharona replied: “I'd like to live with my 
brother. My brother lives in New Hampshire.”  For these participants, it was important to 
spend their old age  in a place where they belonged, and they envisioned dying 
surrounding by people who love them, the people to whom they belong by virtue of their 
relationships. 
 
 
“I help”: Relationships as Identity 
 
For many of us, our relationships at least partially define our identities, in the 
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sense that I am my mother’s daughter, my husband’s wife, my siblings’ older sister.  
Participants in this study were no exception, often responding with “relationship 
answers” to questions asking them to describe themselves.  For example, when I asked 
her to tell me about herself, Sally stated: 
My husband Stevie, I gave my number, he coming here 
By referencing her husband, Sally communicates that part of her identity is that of 
Stevie’s wife.  When asked to tell me about herself, Sally shares a moment in her daily 
life, calling her husband as he leaves work, and indicates that this moment helps to shape 
her identity. Marnie, when asked to describe herself, tells me about her disability and then 
states “I have friends”, clearly identifying herself by her participation in relationships and 
her identity as a friend 
 Possession of relationship skills  also played a part in participants’ identities.  For 
example, Marnie characterizes her favorite things about living at Trinity as “friendship. 
And helping.” Since coming to live at Trinity, where she has friends and is able to helped 
people and take part in mutual exchanges, Marnie has become someone who has friends, 
and someone who helps.  In this example, Marnie’s identity is positively impacted by 
community integration and the opportunity to participate in relationships. Likewise, 
Missy is close with her adult niece Kathy, who recently found out that she was expecting 
twins.  Missy states that she wishes Kathy lived closer because “ I wish she did because 
then I could help her out.  I would help her a lot.” Inside her relationship, Missy 
identifies herself as someone who would be able to impact her niece’s life positively. 
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“She Helped Me Get Out of the That Place”: Relationships as Empowerment and 
Self-Advocacy 
                  Many participants experienced their relationships as an important source of 
empowerment, and relationships often provided a vehicle for the development of self-
advocacy skills.  For example, several years ago, the supported living provider at Terri’s 
residence was using marijuana, a situation that made her feel uncomfortable.  As she 
described it: 
Yeah, I didn't want to be around that [marijuana].  I don't trust people on marijuana or 
drugs.  I was scared being overnight there in that house, being living with her…. And I 
called my Aunt Caroline about that and she said 'oh, you're not going back there.' Cuz I 
didn't want to live there because of drugs. 
 
With her aunt’s assistance, Terri was able to successfully advocate for moving to a 
different supported residence where she felt more comfortable. 
 Likewise, with Carole’s help, Tammy is able to advocate for herself at the doctor, 
asking questions about her concerns.  Carole gently reminds Tammy that her voice is 
important, and Tammy becomes someone who speaks up.  Similarly, Judy’s support 
worker and friend, Pam, lets Judy know that she is capable.  With Pam’s support, Judy is 
able to express preferences that are important to her.   In this picture, which Judy has 
titled “My Friend Pam”, Pam is sitting across the lunch table from Judy.  Judy has packed 
her own lunch, with the food that she prefers, based on Pam’s patience is asking her 
which items she herself wants to include. 
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My Friend Pam 
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Decision Making in the Context of Relationship 
    Given that relationships were important to participants’ identities, sense of belonging, 
and ability to self advocate, it is no surprise that participants also made decisions in the 
context of relationships. Specifically, participants spoke about both making decisions in 
process with other people in their lives, and about considering the impact of their 
decisions on their friends and loved ones.  Though we are often socialized to think of 
decision making as an individualized, solitary action, the decision making processes used 
by participants actually seemed to fit with feminist-oriented research showing that 
women in the general population also often make decisions in the context of relationship 
(Baker Miler, 1986; Wilkinson, 1999).  In this section, I will discuss participants making 
decisions, followed by a more theoretical discussion of decision-making and women. 
         Sharona is facing a major decision: she has an age-related joint condition that has 
caused degeneration in her knees.  She recently had surgery to attempt to repair her joint, 
but the surgeon made an error, and the bone was not set correctly.  Sharona has been 
confined to a wheelchair for several months, and is unhappy, because she enjoys being 
active.  At her last appointment, she was told that amputating her leg above the knee 
would allow her to regain some mobility, as she could be fitted with a prosthesis.  
Without amputation, Sharona will continue to be confined to her wheelchair.  Here, 
Sharona explains her decision-making process: 
S: I have my sister, I have my social worker helping me. I just had lunch with my brother 
yesterday and he told me, I was just talking to him yesterday and he told me that, he says, 
I told him that I was having, I have some, should I have the surgery, and he said that 
“Sharona, if it's gonna help you to to walk again, I advise you to have it.” 
N: So he kinda gave you his advice? 
S: Yeah. 
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N: But in the end is it, who's decision is it in the end? 
S: I want to walk, and but, I want to do the things I want to do.  And I know that the 
things I can't do. 
 
In this passage, Sharona demonstrates agency-she wants to walk, she wants to do 
the things she wants to do, and she actively seeks out advice from her brother.  She also 
demonstrates a complex understanding of the decision facing her, and of the decision-
making process.  When I directly asked whose decision it was in the end, Sharona 
answered with a statement of the pros and cons of surgery, but refuses to place sole 
responsibility for the decision on a single individual.   Instead, as she described it, making 
the decision is a dynamic process, and the decision is a group decision, with her siblings 
and social worker, as well as herself weighing in.  Sharona, though, is actively involved 
in the process, and describes her sister and her social worker as helping her, rather than 
making the decision for her.  Sharona understands that the decision is ultimately hers, and 
ahe chooses to share it. 
Tammy uses a similar process when facing a decision, also whether or not to have 
a surgical procedure to relieve some of her shoulder pain.  
 
T: I don't want to have the operation, I'm gonna die one of these days anyways.  I don't 
want to die from the operation. I could die on the table. 
N: So when you have a decision like that, like the decision of whether or not to have the 
operation, do you make that decision by yourself, or do you talk to other people about it? 
T: You're gonna die anyway one of these days. 
C: Tam, she would like to know if you decide by yourself or if 
T: I make that decision by myself.  
N: Do you talk it over with Carole, or just think about it by yourself? 
T: She says do what I want 
C: No, but who do you talk it over with? Who else do you talk it over with? 
T: Sam. 
C: And you talk it over with Ellen, right? And your sister, do you talk to your sister? 
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T: And my friend Harry and my brother 
C: So you talk to a lot of people, right? That’s what she'd like to know. 
T: Right. I talk to a lot of people about it. 
 
Here, Tammy is clear that the decision is ultimately hers to make, but she solicits and 
receives input and support from her siblings, her shared living provider, Carole, her social 
worker, Ellen, and two friends, Harry and Sam.  In this sense, Tammy also makes 
decisions in the context of a supportive group.  Though she knows that in the end, her 
wishes will trump everyone else’s, decision-making is not an individual process for her.  
Rather, her decisions are made in the context of supportive relationships.  
Marnie used a similar process when deciding to move to Trinity.  She and her 
parents visited for a weekend, and then: 
MG: My parents and me, we went to dinner and stuff, went to the church and got to meet 
the people that were there.  
NW: And that when it came time to decide whether or not you wanted to live here, did you 
and your parents decide that together or did you decide by yourself? 
MG: We decided together. 
 
Marnie is very glad that she decided to move to Trinity, which she later says was her 
decision.  In this sense, Marnie is making decisions in the context of her life.  Her 
decisions are ultimately caught up in her relationships, and decided in the context of her 
relationships. 
 In a study related to informed consent and research participation for adults with 
ID, Dye et al found that adults with mild to moderate ID have the “cognitive schema” in 
place for making decisions in known situations.  They recommend that ethical informed 
consent should therefore attempt to break decisions into smaller pieces, using familiar 
language and examples (Dye et al, 2007).  Cea and Fisher, likewise, concluded that adults 
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with ID are often as capable as adults in the general population at making medical 
decision, such as those faced by Sharona and Tammy, if they are presented with 
information in a format that they can understand (Cea & Fisher, 2003).  Dye and 
colleagues and Cea and Fisher both frame decision making as an individual process, 
whereby the affected individual sits alone and internally arrives at a decision.  In this 
model, decision-making is an individual process, and it is based on facts and careful, 
rational weighing of pros and cons. 
 Janie Miller, a geriatrician who cares for aging adults with ID, presents an 
alternative model in which decisions are less solitary, and the process of decision-making 
often involves multiple people, or a group who cares about the affected individual.   As 
she explains:  
[A patient’s history] gives a good picture of that person's personhood, and their 
character, what they enjoy, what they value, and that sort of can help guide things as 
well, feeling like I understand this individual and what, where they've come from. But 
actually engaging them in decision-making is challenging and really is not the easiest 
thing to do… then you have to also know the individuals personality. If they tend to just 
answer yes to whatever the doctor asked, or you know, I think there's a lot of patterns that 
might come up with that kind of encounter. You know they just want to please everybody 
or, so you really have to be careful about how much true information you're getting from 
that individual about their wishes. And that's when it's really helpful to have people know 
them really well, and maybe setting other goals to take another run at that decision in a 
setting that might be a little more relaxed, less clinical than sitting in a doctors office. 
 
In Janie’s experience, she distrusts a decision until it is made in a comfortable setting, 
often jointly by the individual and his/her family or others who know them well and 
support them.  This stands in contrast to Dye and Cea’s frameworks, where an individual 
is seen to be competent in decision making if they can express a preference by 
themselves.  In Janie’s framework, agency is found through respect for values, rather than 
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through individualistic, solitary decision-making, removed from the context of one’s life.         
 For Janie, context is everything.  Janie’s perspective is shared by van Hooren et 
al, who discuss autonomy and decision-making in the context of Prader-Willi Syndrome, 
a rare chromosomal disorder that causes mild intellectual disabilities and a high 
propensity for obesity and diabetes.  Many people with Prader-Willi Syndrome also have 
excessive, uncontrollable hunger.  Van Hooren et al interviewed parents of children with 
Prader-Willi Syndrome and explore the tensions that parents experienced between 
supporting their children’s autonomy and protecting their health, knowing that if left to 
make decisions about food completely alone, most people with Prader-Willi would put 
their health at risk through excessive eating.  As van Hooren at al describe, many parents 
"promote autonomy not through giving free choice but by but fostering self-
understanding and self-development....autonomy is not a matter of self-determination but 
of self-realization."  (page 562).  In other words, autonomy is seen as helping the 
individual live according to her values, rather than leaving her alone to make decisions.  
Guidance is offered to help individuals achieve self-realization, which is seen as a much 
bigger concept than the outcome of a single decision (Van Hooren et al, 2005). 
For Sharona, for example, amputation may be the best choice, or the choice she 
would come to if left alone to make the decision.  However, self-realization might 
involve knowing that she has a supportive group of people she can turn to, whatever she  
ultimately decides regarding surgery.  Helping Sharona clarify her values around surgery 
and what is most important to her may ultimately be more empowering for her than 
simply asking her to make a decision, although it is also important to respect the 
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decisions made by people with ID, whether these decisions are arrived at individually or 
with a group.  Van Hooren and colleagues outline a four-stage spectrum for supporting 
autonomy in decision making for people with ID, ranging from simply deciding for the 
person at the paternalistic end of the spectrum, to clarifying the person’s values, either 
individually or as a group, and determining which option will best support and promote 
these values (Van Hooren et al, 2005). 
The literature about decision making and women supports the values-clarification 
method of decision making, and finds that women often make decisions as a process with 
others, rather than an individualistic, solitary pursuit.  For example, in one study of  
medical decision-making in women with newly diagnosed breast cancers, the majority of 
women preferred to make decisions in collaboration with their families and physicians 
(Degner et al, 1997.)  Another study looked at decision making related to hormone 
replacement therapy (HRT) right after evidence emerged that called the safety of HRT 
into question.  Women in this study often turned to other women, rather than clinicians, 
and tended to make decisions by looking at what their friends were doing and how they 
felt, rather than based on the messages they received from their doctors (Wathen, 2006). 
Like Tammy, women discussed their options with the people in their lives, and made 
decisions based on their values, as part of a collaborative process.   
Another study of women in the 1980s who were given the option to attempt 
vaginal birth after cesarean found that these women also used a collaborative decision 
making process, talked with their families and ultimately made choices based on what 
they felt would be best for their families.  None of the women in this study conceived of 
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themselves as deciding individualistically, though they understood that the decision was 
ultimately theirs to make.  Instead, they spoke with others, and conceived of the decision 
as a family decision (McClain, 1990).  There is no reason to think that decision-making 
for women with ID would differ in this sense.  In fact, Gill and Brown found that women 
with ID preferred to discuss health-related decisions with other women, and to make 
choices in context of their lives (Gill & Brown, 2009). Therefore, I conclude that the 
collaborative decision-making model used by Marnie, Tammy, Sharona and other 
participants in fact represents autonomy and empowered decision-making for women.  As 
such, it represents a feminist model where decisions are made in the context of 
relationships, and relationship-based ways of being in the world are prioritized (Baker 
Miller, 1986) 
 
Loss and Relationship 
 As discussed, people with ID exist and make decisions in context of their 
relationships.  With this in mind, themes of loss of important relationships--especially 
parents--takes on an increased importance.  Loss is inevitable as we get older, and Sally, 
Tammy, Judy, Lydia, Sharona, Sylvia and Missy had already experienced the loss of at 
least one parent.  Pat, Marnie, Terri and Dorie all talked about the anticipated and feared 
death of their mothers.  Only Claire did not mention loss of her parents; as the youngest 
participant at age 45, it is possible that this is a function of age. 
 As discussed in the social work literature, parents, and especially mothers, often 
remain a primary relationship for adults with ID (Bigby, 1996; Freedman et al, 1997; 
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Freedman & Boyer, 2000; Seltzer et al, 2001).  Mothers of children with ID are often 
described as being in a mothering role for life, rather than for the relatively shorter period 
of time needed by children (Freedman et al, 1997, Seltzer et al, 2001). This is not to 
imply an extended childhood or child-like qualities on the part of adults with ID; rather 
this reflects the realities of extended care and support needs of these adults.   
 The literature related to old age planning for adults with ID mostly comes from 
the social work arena. This body of literature discusses the fear of death experienced by 
many parents and mothers of adult children with ID.  Parents worry about what will be 
become of their adult children when they are gone; many experience this fear as a 
significant source of stress (Freedman et al, 1997; Bigby, 2008; Seltzer et al, 2001).  For 
some parents, fear of their own death acts as a motivator to putting concrete plans for 
their child into place.  For the majority, however, this fear does not lead to concrete 
action, as parents wishing to plan face practical and emotional barriers, such as the 
difficulty of navigating social service systems, long waiting lists, lack of support for 
planning, lack of knowledge about resources, and the difficulty inherent in engaging with 
a deep-seated fear (Seltzer et al, 2001; Heller, 2000). Many parents fall into avoidant 
patterns, and worry about their death without taking concrete action to plan for their 
child’s existence without them (Freedman et al, 1997; Bigby, 1996; Heller, 2000). 
 The research I could locate came from the perspective of parents and support 
professionals.  It is clearly established that parents fear their own deaths because they 
worry about what their children will do without them (Freedman et al, 1997; Bigby, 1996; 
Heller, 2000). The parental relationship is often a significant source of support for adults 
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with ID, and sometimes serves the primary relationship role t often fulfilled by the 
spousal relationship among adults without disabilities (Heller, 2000).  However, I was 
unable to find literature about parental death, and planning, from the perspective of adults 
with ID themselves. 
 This lack in the literature stands in sharp contrast to my experience with 
participants.  For example, early in our interview, Marnie spontaneously brought up her 
fear of her parents’ death.  As she described it: 
NW: 52, ok.  So one of the big things that I want to ask you about today is getting older 
and what you think about getting older 
MG: I'm getting older and my parents are getting older. And I don't know what I'm gonna 
do because they say they don't really, they're not really going to have much money to give 
us until we sell the house. Then we will get some money but that's after we sell the 
house… they're not thinking of selling the house right away. That's if they pass 
away.(looks away, hunches shoulders) 
 
Later in our interview, Marnie again raised the subject of her parents’ death. 
 
MG: It's scary and sad because I don't know if I'm gonna be able to be there. 
NW: Be there? 
MG: Right, with my parents. When they go. When they go to pass away I'm not gonna be 
able to get there. 
NW: yeah? 
MG: And I also feel bad because I'm not going to be able to help them. Just, I don't know 
CPR or nothing. I never learned it. 
 
As shown above, Marnie fears her parents’ death on two levels.  Most obviously, 
she will miss them.  Sally showed me photographs of her parents, who passed away 
several years ago, and shared happy memories.  Here, she described a prized photograph: 
My mom's hair. (picks up third picture, a blurry black and white of a couple who resemble 
Sally, looking like they are in their mid-40s).  That's my dad there. Pete. I miss them. I 
gave my husband one of those. I gave Stevie one. Her name's Mary…: yeah, my mother 
said to me, Petey, my father, I called him Clementine. I called him Clementine. I did. I did 
call my dad Clementine. I loved calling him that. His nickname. 
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Later, in our interview, she described her wedding, a very happy time for her.  Here, Sally 
remembers her wedding in terms of her mother: 
 
SD: Like my mom was there, my mom got, my mom was there….I miss my mom and I 
miss my dad.  
NW: Yeah. Did life change a lot after they passed away? 
SD: Time. My mother went sick….I love my mom. I do not bury my mother. Me and my 
husband, me and my husband went [to the funeral]. 
 
Judy also used her photographs to discuss her connection to her mother.  Judy’s 
mother died about 10 years prior, yet remains an important figure in Judy’s life.  For 
example, Judy took several pictures inside a church.  Judy is a religious woman, and I at 
first assumed that she was simply documenting a building that had spiritual significance 
for her.  When I asked her why she had chosen to take these photos, though, she replied 
that this was the church “where they had my mother’s service.”  Judy herself attends a 
different church, yet chose to photograph this one because it represents her connection to 
her mother, and her grief at her death.  Judy later also photographed her mother’s grave, 
saying that the photos made her sad, but also happy to see where her mother was resting.   
(Please note that this photo has been editing using photography software in order to 
disguise Judy’s family name). 
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Judy’s Mother’s Resting Place
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The Church Where They Had My Mom’s Service 
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This sense of longing and loss is common after a parent or other close family 
member passes away.  However, adults with ID are more likely to experience significant 
changes to their own lives as a result of their parents’ death (Heller, 2000; Perkins & 
Moran, 2010).  For adults with ID, their parents may be a significant source of their 
identity.  For Pat, her mother represents home.  Pat visits her mother each weekend, and 
feels at home in her mother’s house.  Pat’s mother recently suffered a stroke, and has 
been in a rehab facility.  Here, Pat describes what happened the first weekend after her 
mother’s stroke:  
I forgot where I was. I’ll have to go back. I was going home and usually she is home and 
when I see the dogs, my sister has dogs, about this small (gestures about a foot with her 
hands), mother and son, they are happy to see me, jumping and they give me kisses. But I 
forgot to put my stuff down and I was like, I always put my stuff in my mother's room. So I 
put my stuff in my mother's room and I thought ‘what the heck am I doing in this place. 
My mom's not around.’ And then my sister Marcella came. She said what she wanted do. I 
say I don't know. I wish mom was here. I mean I wish she was there. 
 
Like all her siblings, Pat is worried about her mother.  In addition, Pat experiences 
disruption to the fabric of her world.  Without her mother at home, where she usually is, 
Pat does not know what to say or do, or why she is even here.  Pat is used to functioning 
with her mother, and in the context of her relationship with her mother. Like other 
participants, Pat makes decisions collaboratively, with her mother and other family 
members.  With her mother in the rehab hospital, Pat’s usual decision making process is 
interrupted, and Pat does not know what to do. 
 Pat experiences her mother’s house as a source of comfort.  Though her mother 
will be at the rehab hospital for some time, Pat still visits her mother’s house every 
weekend, seeming to find stability in maintaining this routine.  When asked what she 
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might like for herself in the future as she gets older, Pat again references her mother’s 
house, saying that she would not like to go to a nursing home: 
Seeing my mother there right now, I don't know. It might be scary. If I had a choice to die, 
I want to die in my mother's house or here. 
 
To an adult with ID, the loss of a parent can also represent the loss of a way of life and of 
security and routine. 
 Despite the enormity of this loss and everything it can represent, I was unable to 
find any literature about involving adults with ID in discussions of their parents’ death 
and what might happen to them afterwards.  As discussed, the literature related to 
parental death is all from the perspective of parents and support workers.  This gap is 
significant from advocacy and policy perspectives. 
 From an advocacy perspective, the absence of literature related to parental loss 
from the perspective of adults with ID mirrors the general invisibility of this population, 
which was discussed in chapters Two and Five.  It may also speak to an assumption that 
people with ID are incapable of understanding death or of being involved in planning for 
their future after their parents have died.  However, as discussed above, participating in 
relationships can be empowering for people with ID, and can increase autonomy and 
ability to participate in decision-making.  This is a convincing argument for including 
adults with ID in discussions of parental death, as well as planning decisions. 
Moreover, hesitancy to discuss hard issues like loss and planning with adults with 
ID can inadvertently increase isolation.  Marnie, for example, worries about what will 
happen when her parents die, but has not talked with many people about this fear.  Here, 
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she says that she would like to talk with others her age about the experience of losing 
parents: 
MG: yeah. What they went through and how they learn to cope with it. Things like that. 
NW: are there things that you want to know how they coped with? 
MG: like their families, like a death in their family. How did they cope with that? Do they 
have to go to counseling, or what did they have to do? So I know what to expect when it 
happens, when it happens. 
 
Pat, too, anticipates the loss of her mother, and her grief: 
 
  One day I was out here bawling my eyes out, maybe twice. (crying voice) Maaaaaa, I 
want you home….The day she goes bye-bye's I know one person is going to go nuts. And 
it's me! 
  
Research has shown that physicians and other health care professionals are rarely 
trained in caring for adults with ID, or the special issues and challenges that face this 
population (Wilkinson et al, 2012; Phillips et al, 2004; Lennox et al, 1997).  This will be 
discussed at length in Chapter Seven.  It is reasonable to assume that the same lack of 
training and awareness may also apply to grief counselors and other mental health 
professionals, as well as estate planners.  Until recently, it was common for adults with 
ID to die before their parents, and there was less need for resources for adults with ID 
experiencing the loss of a parent (Janicki et al, 1999; Bittles et al, 2002).  With increased 
longevity, this has changed, and it is now important to provide resources to support this 
population in one of their biggest challenges-the death of a parent.   Specific training for 
grief counselors and other professionals in working with this population would be 
particularly beneficial, both before and after parental death.  Work by McCarthy suggests 
that many women with ID prefer to learn in peer group settings (McCarthy, 2002).   As 
Marnie suggests above, groups for adults with ID to discuss anticipated loss of parents 
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might alleviate some fears and provide support while minimizing isolation. 
 
 
Sustaining Relationships and Continued Engagement 
As discussed above, Judy misses her mother terribly.  On her bureau, Judy keeps 
several framed photographs of her mother.  As seen, Judy often re-arranges these photos.  
She sets objects she loves around them, and puts new pictures of butterflies and cows (her 
favorite animals, and a source of joy for her) in front of them, as if sharing them with her 
mother.   
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My Mother 
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Bureau Photo 
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Judy and Her Mother.  
 
 Judy’s reflection in the mirror speaks to her continued engagement with her 
mother (in photograph).  In this photograph, Judy actively counteracts invisibility, 
locating herself in the photo using the mirror so that she can actually see herself next to 
her mother, a striking visual explanation of her continued connection and existence inside 
this important relationship. 
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Through her attention to these prized photographs, Judy demonstrates her 
continued engagement with her mother, despite her mother’s death.  Though a long time 
has passed since she died, Judy’s mother remains an important source of support, 
belonging, empowerment and identity for Judy, and Judy continues to derive joy from her 
relationship with her mother. 
This speaks to the power of relationships.  Viewing Judy, or any of the other 
participants, in the context of their relationships, we see strong, capable, caring 
individuals.  Making decisions collaboratively, participants demonstrate capability and 
autonomy.  In the context of these relationships, participants emerge as individuals with 
values and preferences, and fears for the future.  Involving these adults in planning and 
decision making for their own futures represents an important opportunity to alleviate 
some fear and anxiety, but also to capitalize on the strength and power of relationship. 
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CHAPTER SEVEN 
 
 
Legacies and Policy Considerations 
 
 
Introduction 
 
 Throughout this thesis, I have been discussing individuals and the meaning to be 
made from their collective stories.  In this chapter, I will consider the policy-level 
implications of my findings, in order to further contextualize the lived experiences of 
participants and co-researchers with ID.  Though I have tried to stress the individuality of 
each participant and the heterogeneity of the population, in this chapter, individuals act as 
spokeswomen for the larger community of adults with ID.  Using the experience of these 
spokeswomen as a guide, I will outline several policy considerations facing aging women 
with ID.  Though the issues facing this population are vast, I have chosen to discuss the 
issues most often raised by participants, including invisibility of aging within the ID 
community and invisibility of ID within the aging community, retirement, resource 
allocation, involvement of people with ID in the process of planning for old age and the 
need for ID specific resources.  Care providers, who have until now not been much of a 
presence, feature more strongly in this chapter as I discuss care provider isolation and 
education as a policy issue.   
When discussing policy level considerations for people with ID, it is crucial to 
consider the role that institutionalization has played in shaping history and in setting the 
current stage.  The experience of institutionalization was discussed in depth in chapter 
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four.  Here, I will consider the legacies of institutionalization on the realities in which 
people with ID live.  Our discussion starts with a specific legacy of institutionalization, 
the disappearing history of aging individuals with ID. 
 
History and the Disappearing Historian 
 For Janie Miller, a geriatrician specializing in caring for aging adults with 
intellectual disabilities, history looms large.  As she explains: 
(F)or this particular generation of caregivers, if not a safe assumption that there is 
constant family contact. You know a lot of people in this generation were put in state 
institutions and completely cut off from their family, and there's maybe a sister 
somewhere that checks in once a year with a telephone call. It's just a different set of 
circumstances and there's so much more dependence on paid caregivers and staff 
members. And there's such a high turnover in that arena, then the historian who is 
carrying the story for that individual throughout their lifespan can change tremendously, 
so that the story can change tremendously… the piece that I emphasize for people who 
are learning how to work with this population is how important history is, and how much 
sort of like a storytelling exercise of putting together the story of this individual's life, 
which again is still so dependent on somebody who knows him well.” 
 
As Janie describes it, understanding this population means understanding the legacies and 
lingering effects of institutionalization.  For Janie, the most immediate effect of 
institutionalization is the lack of history for her patients.  
As Janie described, the importance of knowing the patient and her history cannot 
be overstated. Studies in the general population have found that longitudinal care 
relationships and individualized care result in better health outcomes (Rosenthal, 2008; 
Saultz, 2003; Sofaer & Firminger, 2005).  As Janie discussed, knowing the patient, or the 
presence of someone who knows the patient, is vital medically: 
And I always say I didn't have the benefit of meeting the person 30 years ago, I 
meeting them today and they are already telling me that is something different so we are 
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at point B and I need you to tell me about point A so I understand how things have 
changed. That's why history is so important, to go back to just historically reconstruct 
what the person was like at their very best, so that I can get a better and richer 
understanding of what components have changed to what extent have dramatically over 
what time frame, what might've driven that. 
 
 Knowing the patient over time helps primary care providers detect changes that 
may be medically significant, creates a trusting care relationship, and allows the provider 
to tailor their care and recommendations to that individual and their needs and 
preferences (Sofaer & Firminger, 2005, Wilkinson et al, 2008).  Though we lack evidence 
regarding the importance of knowing the patient with ID well, common sense dictates 
that the relationship between knowing the patient well and enhanced care outcomes 
would also hold true for people with ID, and might potentially be even more important in 
patients who struggle with verbal self-expression.   
In addition, we know that adults with ID still face stigma (Cummins & Lau, 2003; 
Caldwell, 2010).  Many care providers lack needed experience, skills and education 
regarding caring for this population, and have been found to have stereotypical views of 
adults with ID in place of realistic working knowledge (Wilkinson et al, 2012; Phillips et 
al, 2004; Hogg, 2001; Peter et al, 2009; Ouellette-Kuntz et al, 2003).  As Janie discusses: 
And I think if somebody were to show up at a clinic for evaluation and didn't really have 
somebody with them to tell a good story, but if you knew that they were like a retired 
physics professor from MIT you could already probably make a number of assumptions 
about what they were capable of and how high they rose in their academic work etc. But 
for somebody who just kind of blindly presents at age 60 with an intellectual disability 
there's an entire range of things that they may or may not have been capable of…So if I 
were to see them today and say, you know I'm hearing in history that they can't set the 
table and they can't write their name and they can't tie their shoes, but they were never 
able to do any of that, then that doesn't set off any red flags to me. But if I was told this 
was somebody who independently took public transportation to work with one bus 
transfer to get across town and work independently, competitively, in a community job, 
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and wrote and wrote greeting cards etc. etc., you get the picture, it's a completely 
different story. 
 
Janie’s views were seconded by other participants who described facing prejudice in their 
health care provider’s office.  For example, Claire described an incident at the doctor 
where her questions were ignored and minimized.  She concluded:  
And it's (receiving health care) hard for people with learning disabilities because they 
feel like you know, nobody understands. 
 
It may be that without the benefit of history, a historian or a longitudinal relationship, 
care providers underestimate adults with ID.  Much as the womanhood of women with 
disabilities is often overlooked in place of a focus on the disability (Garland-Thomson, 
2005), it may be that medically significant declines in function are also inadvertently 
overlooked or important information is missed if the adult is not heard or understood, as 
Claire experienced. 
Adults with ID are a known disparity population (Walsh et al, 2000; Krahn et al, 
2006).   It is certainly possible that missing personal histories may be a contributing 
factor to the health disparities facing this population. Conversely, interventions that 
provide caregivers with a longitudinal view of the patient may be effective at reducing 
these disparities.  Suggested interventions include documentation of functional level as a 
routine part of care and computer or media-based interventions to track functional 
abilities, including any potential declines.  Media-based interventions have been found to 
be effective tools for use with low literacy populations, including adults with ID 
(Wilkinson, personal conversation, 2012; Borrayo, 2004; Kickbusch, 2001; Jurkowski & 
Paul-Ward, 2007).  Finally, increased training and exposure to people with ID would be 
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helpful in decreasing care provider tendencies to assume that low functional levels are the 
result of the disability, rather than age-related declines (Wilkinson et al, 2012). This will 
be discussed in more depth later in the chapter, in the section related to care providers. 
 
 
 
Limited Visibility 
A second barrier facing aging adults with ID may be the general invisibility of this 
population, despite the gains in community integration discussed in chapter four (Lau & 
Cummins, 2004).  Aging adults with ID are invisible to the aging community, yet aging 
can also be an invisible issue in the disability community (Hogg et al, 2001).  I will 
explore each of these invisibilities in turn, followed by a discussion of the consequences 
of this marginalization for adults with ID, and for the care providers who interact with 
them.  The concept of invisibility creates an important backdrop for the discussion of 
health systems challenges that will follow in the next section. 
Adults with ID are living longer than ever before (Bittles & Glasson, 2004; 
Janicki et al, 1999).  Though this is an important gain, there are now more elderly people 
with ID and social and health care systems may not be aware of the needs of aging adults 
with ID, or even their existence (Janicki et al, 2002; Bigby, 1995).  For example, in an 
interview with an experienced geriatrician, Dr. Hannah Greenberg initially told me that 
she does not care for any adults with ID.  Upon further reflection, Dr. Greenberg noted 
that she does in fact care for this population, as she recalled caring for a very elderly 
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mother of an elderly woman with ID. 
[It] seems like they're very quiet because you know this one example, the mother ended 
up dying a year or so ago and I don't know…. It usually, the times I encountered them, 
they tend to be very quiet. They tend to let other people talk for them. Some of them may 
have more intellectual capacities than we realize, we have sort of, maybe always 
functioned in the family as being quiet, and other people speaking for them, and even 
harder to tease out from them what they need.  
 
Hannah’s lack of recognition and awareness of this population is not unique to 
her; she is a dedicated physician who cares for a diverse patient population and who 
appears to truly enjoy diversity.  In some ways, this is more troubling, because if people 
with intellectual disabilities have not made it onto the radar of a committed physician 
who welcomes diversity, I am guessing that physicians with less developed diversity 
skills than Hannah have also not noticed them. 
Historically, deinstitutionalization was imagined and championed by parents of 
children with ID (Trent, 1994).  The advocacy movement has also focused on young 
people (Caldwell, 2010).  Most programming for people with ID is directed at children 
and young adults, and programs targeting children with ID are often significantly better 
funded than those serving adults or elders (Blatcher, 2001; Bigby, 1995). Though this is 
beginning to change, for many members of the general population, the image that comes 
to mind when some says “intellectual disability” is that of a small child with Down 
Syndrome.  Like all children, children with ID are cute. From a policy perspective, it is 
much easier to build political will to address the needs of cute children, as it is easier to 
“hook” public interest and therefore create an “open window” of opportunity for 
addressing the topic (Kingdon, 1995). 
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As Janie and Martha both pointed out in our interviews, people with ID spend 
much more of their lives as adults than they do as children, yet they often find that 
funding dries up and services disappear around their 21st birthday (Blatcher, 2001).  Due 
to this disparity in funding and the historical founding by parents of children with ID, the 
disability service community may have more awareness of and experience with younger 
people, and may inadvertently maintain a youth-oriented culture, and may lack awareness 
of the changing needs of aging and elderly adults (Janicki et al, 1999; Bigby, 1995). 
Similarly, ageism has been found to affect the availability and quality of services for 
aging adults in the general population (Grant, 1996).  I theorize that ageism and ableism 
may combine to limit available services. 
An obvious solution involves increased communication between the disability 
community and the elderly services world.  Exactly how to bridge these communities and 
facilitate dialogue is less clear (Janicki et al, 1999).  Stakeholders from each side may not 
recognize the commonalities and may not see the need for dialogue (Bigby, 1997).  In an 
era of budget cuts and rising caseloads, there simply may not be time or will to engage in 
meaningful conversations.  This may be intensified by silo-ing of different branches of 
social service infrastructure and different funding pools.  Policy and advocacy efforts are 
needed to help stakeholders from each world recognize that they share common ground.  
This may be best accomplished on a community level, for example by inviting both elder 
service and disability service agency heads to a conference or seminar about a topic of 
mutual interest or a joint social event, and providing opportunities for relationship 
building. 
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Invisibility’s Impact on Providers 
As discussed above, the literature notes that most physicians are not educated 
about caring for people with intellectual disabilities (Wilkinson et al, 2012; Phillips et al, 
2004; Hogg, 2001; Peter et al, 2009; Ouellette-Kuntz et al, 2003).   In addition, people 
with ID are more likely to be cared for by a specialist, rather than a primary care 
provider, regardless of their health status (Lennox et al, 1997).  It is theorized that this 
lack of primary care involvement is indicative of a lack of comfort with and lack of 
education about the routine care of people with ID (Wilkinson et al, 2012).  In Australia, 
where deinstitutionalization happened rapidly, researchers have documented a decline in 
the amount of health care de-institutionalized adults receive (Lennox et al, 1997).  During 
institutionalization, each facility had a medical staff, and people with ID received their 
medical care completely inside the institution. Living in the community, their care is left 
to community physicians, who lack training in caring for this population. Australia’s 
socialized medical system is currently strategizing about decreasing these barriers 
(Lennox et al, 2007; Beadle-Brown, 2007; Phillips et al, 2004; Yazbeck et al, 2004). 
 The barriers discussed above may contribute to a sense of isolation, both for 
adults with ID and for the providers who care for them.  In addition to creating health 
systems challenges, this perfect storm of isolation also affects people who care for adults 
with ID.  As Janie Miller describes: 
But there's no other, I've not met anyone else who does this, with my particular area of 
training, like a geriatrician who sees people who are aging with DD. I'm the only one in 
the state, and perhaps in New England. 
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Janie talks fast and passionately, with obvious love for her work and respect for her 
patients in her voice.  She is also an incredibly busy physician who initially said that she 
could spare 15 minutes to talk with me.  Our interview lasted over an hour, and at the end 
Janie qualified that she doesn’t usually talk as much, but this is a subject she is passionate 
about.  Replaying my tape, I was struck by the note of urgency in Janie’s voice, and I 
wondered how many chances she has had to talk about her work.  As the only one caring 
for this population, it seems she gets lonely.   
 Though Janie did not name her own isolation as a problem, both the subtext of our 
interview and the literature suggest that the lack of skills and education about ID among 
health care providers might lead to a lack of colleagues who understand.  This may have 
important implications for both patients and providers, as opportunities for exchange with 
colleagues has been shown to improve care relationships and outcomes, and to prevent 
physician burn out and stress (Quinn et al, 2009; Linzer et al, 2002; Quill & Williamson, 
1990).  Janie acknowledges that further education might improve visibility and quality of 
care for patients with ID and increase provider’s willingness to care for this population. 
However, she describes challenges to implementing this kind of education: 
So it really ends up that each PCP has maybe five people with intellectual disability in 
their entire panel. And so they're not going to go to whole weekend conference and learn 
about those five patients, when they could go to weekend conference about hypertension 
or something that affects like 75% of their patients. 
 
This, of course, can create a cycle where physicians don’t have the skills or education to 
care for aging adults with ID, and so do not attract many to their practices, and thus don’t 
have enough patients with ID to justify the time and expense of further education that 
would benefit only a few patients out of hundreds or even thousands. 
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 For this reason, an important policy recommendation centers around incorporating 
education about disability into education for all health professions, in order to increase 
overall comfort with this population.  Education about disability has an interesting 
parallel in cultural competency education, and some theorists even argue for recognizing 
the culture of disability as a minority group to be included in cultural competency 
curricula (Lipson & Rodgers, 2000).  There has been a strong push towards cultural 
competency education for health professionals, in response to health disparities affecting 
minorities (Tervalon & Murray-Garcia, 1998).  At first, cultural competency education 
generally consisted of a single seminar, often teaching categorical “facts” with little 
nuance or room for provider self-reflection, ie Chinese-Americans do X, Latinos believe 
Y (Betancourt et al, 2005). 
Current research clearly shows that best practices in cultural competency 
education involves teaching providers self-reflection skills and techniques for 
communicating cross-culturally with patients and education that is incorporated 
throughout the curriculum, rather than presented as a single session. Effective cultural 
competency education is woven throughout the curriculum, so that students learn about 
cultural practices surrounding birth during the unit on obstetrics, and discussion of family 
psychology include cultural variations in how family is defined (Betancourt et al, 2005; 
Kumagai & Lypson, 2009; Beach et al, 2005).  Similarly, effective education about 
disability might incorporate information about caring for patients with ID and heart 
disease in a discussion of cardiology, and would teach techniques for communication 
with non-verbal patients as part of a unit on patient communication, as well as providing 
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more targeted, specific information and opportunities for self-reflection and practice.  
Incorporating disability into general education would increase visibility of people with 
disabilities, and may help address the isolation experienced by providers like Janie. 
 
Residential Challenges 
An important issue as adults with ID age is that of housing.  There are many 
benefits to aging in place, both for the general population and for people with ID 
(Campbell & Adel, 2000; Bigby, 2008; Brown, 1993).  Benefits include continuity of 
routines and relationships, with the least amount of disruption to the person’s established 
life, continued commitment to community inclusion and enhanced ability to make 
individual choices and pursue the life most meaningful to the person, and continued 
connection with family, friends and other important relationships (Campbell and Adel, 
2000; Bigby, 2008, Heller, 2000).  Despite these benefits, there are many barriers to aging 
in place, including financial barriers, barriers related to increased physical needs and 
declining health, lack of staff training in supporting aging adults, and changes in the 
family (Bigby, 2008; Seltzer & Krauss, 2001; Campbell & Adel, 2000; Heller, 2000).   I 
will discuss each barrier individually, including a discussion of how the barrier might be 
surmounted. 
 As we age, our needs change.  People may need either more advanced care than 
their supports can provide, or may need a physical living environment more able to 
accommodate the physical changes and challenges of aging (Campbell & Adel, 2000).  
As an example, Missy has lived in a series of group homes throughout her life and 
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describes herself as someone who likes her routine.  However, in the last year, Missy’s 
knees and hips have deteriorated due to a disease that is common among the elderly. As 
Missy discusses, her age-related health challenge compelled her to leave a group home 
placement that she loved, as she was no longer able to get around the house, which had 
multiple stairs: 
Then I was living on Elm, that's when I was having problems with it, alright? Then I had 
the surgeon to move all the stuff over, alright? Then I loved Elm, alright? They treated me 
very good.  I had no complaints about it.  But I still miss Elm. 
N: So you don't live there anymore? 
M: I don't live there no more.  I called my Cathleen and Cathleen and I talk…She's my 
old staff.  Her and I talk a lot.  The house I live at, I'm still falling because of the brace 
and then the thing, but the knee still goes out of place. 
N: Is that why you had to move out of Elm, because you had too many falls there? 
M: Yeah.  And when I was working at (town), I was falling there, too.  
 
Leaving the group home on Elm Street represents a significant loss for Missy.  The 
home’s inability to accommodate her increasing physical disability was most probably 
due to financial barriers, but has greatly diminished her quality of life and sense of 
belonging. 
 Physical and occupational therapy may be useful in cases like Missy’s, as can 
access to adaptive equipment, such as grab bars, stair lifts and anti-slip flooring.  
However, these interventions can be costly.  They also often require that someone 
identify the problem and coordinate care carefully to ensure follow up (Campbell & Adel, 
2000).  Insurance and Medicare may not cover all (or even most) needed adaptive 
equipment.  People may also need to advocate for coverage for these items or services, 
and may lack the self-advocacy skills to navigate a complex system like Medicare (Knox 
et al, 2000).  Though I don’t know the particulars of Missy’s medical condition, I can’t 
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help but wonder if the cost of adapting her environment might pale in comparison to the 
personal costs that leaving her house on Elm Street represent.  Funding for adaptive 
equipment might greatly improve quality of life for women like Missy who wish to 
remain in a home they know and love (Campbell & Adel, 2000). 
In contrast to Missy’s experience, Molly, who manages a mid-sized agency 
described adapting usual staffing practices in order to better support an aging client with 
dementia: 
At one of our group residences, we supported a woman who, although she wasn't 
classically elderly, maybe 50 years old, she had Down Syndrome and she was in the 
throes of early-onset, will I guess it wasn't really early onset, of dementia. Of Alzheimer's. 
Her skills really declined very, very rapidly. The Department [of Developmental Services-
state agency that serves persons with ID] was aware, although they couldn't quickly 
enough provide natural supports, so we ended up increasing staffing in the home. They 
eventually paid for it, but we initially increased staffing in the home and we paid for it to 
support her. 
 
In this situation, Molly recognizes that she is lucky to work with an agency that found the 
money to provide an extra level of care so that the resident could remain in her home.  
However, not all people are as lucky, such as Missy above.  Here, Molly discusses the 
dilemma of attempting to support choice in residential placement on a limited budget: 
I think that for some people, supporting them in natural environments is so much more 
costly than anybody ever imagined…. the reality is incumbent on money. Yes you can 
retire, if we can figure out a way to support you that either the department will pay for we 
can figure out how to pay for, because it involves staffing. And otherwise….You have a 
choice, but…. 
  
Another barrier to aging in place identified is specific to aging adults who have 
lived with their families.  As parents age, they often become no longer care for their adult 
children with ID as they used to, due to their own declining health, and arrangements that 
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functioned previously can become unworkable (Seltzer et al, 2001; Freedman et al, 1997;  
Heller, 2000; Bigby, 2008; Seltzer & Krauss, 2001, Bigby, 2002).  This phenomenon of 
dual elderly families and their unique challenges are well documented in the social work 
literature (Seltzer et al, 2001; Freedman et al, 1997;  Heller, 2000; Bigby, 2008; Seltzer & 
Krauss, 2001, Bigby, 2002).  Janie describes it with the following example: 
[A] woman that I just saw last week, who is 51 and has Down Syndrome. Has lived at 
home with her parents her entire life, and her parents are now in their 80s and they're 
not, they don't have the same zest they used to. So 20 years ago, they were having a 
fabulous time together because they travel the world together, and it was like the Three 
Musketeers taking on the world. And now, she's still very sharp, and has a lot of talents 
and abilities, but they've never enrolled her in any services, so she's at home with them 
doing nothing, maybe going out to lunch, and then sitting in her room, because her 
parents are tired, that's all they can handle today. And so I'd say you know the other 
challenges, just, failing to make a transition and staying at home when the situation is 
just not sustainable anymore, really is not sustainable long-term. 
 
As Janie discusses, in addition to the social challenges and increasing isolation 
associated with her parents’ aging, this woman’s living environment, which was once 
stimulating and supportive, has become boring and isolating. Families who have 
supported their loved one at home often are not connected to needed social services 
(Freedman et al, 1997; Bigby, 2008; Seltzer & Krauss, 2001).  As Janie describes it, these 
families are not “well net-worked” and may not have the skills to connect with needed 
resources, such as, for example, a support worker who could visit the family home and 
help the daughter take part in community leisure activities or otherwise lessen her 
growing isolation. It is important to note that opportunities to participate in leisure 
activities--as selected by the individual--are strongly correlated with increased quality of 
life.  Boredom is strongly correlated to diminished quality of life (Eggleton et al, 1999; 
Neumayer & Bleasdale, 1996; Schalock, 2004).  This lack of skills may prevent adults 
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like the woman described above from accessing the supports she would need to stay in 
her family’s home.   
Specific interventions may be needed for adults with ID who live with their aging 
family members (Seltzer & Krauss, 2001; Bigby, 2008).  Further research is needed to 
inform the development of specific programming for this group, including outreach to 
these families, education about available resources and how to access them, and home 
visiting programs to help families become more networked in an environment that is 
more comfortable to them (Bigby, 2008; Freedman et al, 1997; Freedman & Boyer, 
2000). 
An interesting solution to challenges is residential arrangements was proposed by 
Eliza James, who manages a cluster of group homes for a mid-size agency supporting 
adults with ID. Eliza’s agency was initially caught off guard by their growing population 
of aging clients and their changing needs.  Residents who had been happily supported at 
group residences were suddenly facing the challenges described above.  Eliza’s agency 
considered placing clients in nursing homes as they aged, but felt that nursing homes did 
not have anywhere near their own level of expertise in supporting people with ID.  
Nursing home placements were also cost prohibitive.   
Instead, the agency decided to refurbish one of its group homes into a specialized 
residence for adults with ID.  The home was single-level to begin with, and the agency 
applied for a grant from DDS to install adaptive equipment and increase staff to client 
ratios in order to support elderly residents.  Staff was offered additional training, and an 
additional nurse was hired to provide medical supervision and training to staff members.  
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Residents from other homes in the area can move to this specialized home as they age.  
Though this move may represent some changes, residents remain in the same community, 
and often the same neighborhood, and are cared for by people who know them 
longitudinally.  Staff turn-over in the elderly group home is lower, potentially because the 
agency has invested training and resources in staff development, leading to employees 
who feel valued.   
This group home model may present a solution to some of the barriers to aging in 
place. 
Retirement 
Another salient issue is that of retirement (Ashman et al, 1995).  Like many adults 
with ID who need 24 hour a day support and supervision, Dorie lives in a group home 
and attends a day program during the day.  Fewer staff members are present at the group 
home during the day, making it necessary for Dorie to attend the day program in order to 
receive necessary monitoring.  Though Dorie enjoys her day program, she is 62, and the 
daily routine can be wearing, as she describes: 
I get too tired at night, I sometimes feel tired.  I get up between 5 and 5:30 in the 
morning.  It's a long day. 
 
Like many adults in their 60s, Dorie thinks about retirement: 
 
 Another 3, 4 years and I'm going to cut down my days at (vocational program) because I 
am getting very tired. I think once I hit 65, 66 I'm gonna slow down… Lessen my days, 
and maybe get going to another area.… 
 
However, were Dorie to retire, she would need support.  Since she cannot be alone for 
long periods of time, she would need staff, an expensive proposition, as Molly describes 
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with the following example: 
 I used to work with a man named Charlie at a different agency. And Charlie had a 
multitude of issues and did not speak very clearly but he spoke very clearly about "’I’m 
65. I want to retire. Leave me alone. I want to retire. I'm 65.’ He used to listen to baseball 
and religion, and he would sit and listen to his radio on either religious programs or the 
Red Sox games. And that's when he wanted to do. And we kept saying well, we have to 
figure it out, we need to figure it out, we have to figure it out. And he got really mad. I 
don't blame him. 
 
Financial and systems planning barriers exist to retirement, as Molly describes: 
 
The system is not necessarily prepared to deal with because I believe when the system 
was designed there was no thought that, Jesus, when somebody is 65 they should be able 
to retire, and not have to go to a day program. And how do we pay for that? ….I mean we 
are forcing people to go to day programs because there's nobody home. And they don't 
necessarily want to go to day programs.  
  
 Molly frames the right to retire as a human rights issue, in that adults like Charlie 
and Dorie should have the same rights as any other older adult.  In addition to human 
rights challenges, there may be health concerns inherent in continuing to attend day or 
vocational programs well into the retirement years (Ashman et al, 1995). 
 Larks’ Landing, the campus-based group home network where Dorie and Sylvia 
live, has an innovative approach to the retirement question.  They offer an on-campus 
retirement program which is essentially a day program designed with the unique needs of 
elders with ID in mind.  Rather than the chaotic hum of the vocational program where I 
interviewed Missy, Terri and Sharona, Larks Landing’s retirement program offers serene 
surroundings, optional social activities and wellness programming for senior citizens.  
Though not cheap, it is more cost effective than providing in-home support to each of the 
approximately 25 elders who take part. Lark Landings’ unique campus-based design 
mean that no one has to travel far; most participants travel 2 blocks or less.  Developing 
??
170 
additional retirement programs might lessen costs while still providing solutions that 
increase quality of life for elderly adults with ID. 
 
Conclusion 
As noted, there as significant health and social service systems challenges to be 
surmounted.  A common theme to these problems is the lack of visibility of aging and 
elderly adults with ID.  I would argue that this is a tangible legacy of institutionalization 
that must be combatted in the coming years. Luckily, this generation of aging adults with 
ID are brave.  They are pioneers.  They have done this before.  More than anything, we 
need their voices in order to meet the challenges ahead.  We need to listen, whether 
listening means looking at a photograph or the more traditional hearing words sense.  We 
need to capitalize on the gains we have made in inclusion to increase voice and we need 
to provide further opportunities for voice.  
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CHAPTER EIGHT 
 
 
Conclusion: Joy and a Meaningful Life 
 
  
 As discussed throughout this thesis, participants in this study have lived incredible 
lives.  They have witnessed the turning of the tide in terms of community integration, and 
at times, their lives have testified to the need for continued progress.  Once viewed as 
almost disposable, and not fit to interact with other members of the community, aging 
adults with ID have truly seen more than a lifetime’s worth of change (Perkins & Moran, 
2010; Cummins & Lau, 2004).  Through it all, participants in my study have found joy 
and meaning in their lives.  This chapter will focus on meaning and joy, and will argue 
that efforts to strengthen health care and social service supports for this population should 
be designed with the perspective of aging and elderly adults with ID in mind, in order to 
maximize opportunities for joy, meaning, voice and inclusion. 
 All participants have experienced hardship in their lives.  Yet all participants 
recounted joy and happiness as everyday occurrences.  Missy, for example, derives great 
joy from animals. 
I love the animals. I can't tell you that enough. Animals are what's making my life go 
round. 
Judy, too, loves butterflies and nature, and is happiest in the garden that her house planted 
together this summer.  Judy asked to plant a butterfly bush, a bright purple perennial 
known to attracts butterflies with its fragrant blooms.  She took great pleasure in sitting 
on her porch watching this bush as it grew throughout the summer. 
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Judy’s porch, where she like to sit and watch the neighborhood 
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Judy’s Butterfly Bush, June.   
Judy often photographed this plant as it grew, and took great joy in observing nature. 
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 Butterfly Migration by Judy 
 
One day, when Judy was walking home from work in early September, she saw 
butterflies pausing in their annual migration and alighting on a large butterfly bush in her 
neighborhood.  The experience was memorable for Judy, and she takes great delight in 
the fact that she was able to capture it with her camera. 
Participants also found great joy in their relationships and participating in the 
lives of their families.  Sharona finds great joy in her relationships with her young niece 
and nephew, and often spends time with them.  Her niece, Kaley, is five, and begs 
Sharona to play with her whenever she sees her.  Sharona makes sure to spend time with 
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the children whenever she can: 
We go shopping.  Especially my nephew Caleb; he's, I love him.  I do.  Sometimes I like to 
smack him, but I can't. But he's funny. He goes to me “Auntie, we are going out to eat, 
and you are paying!” and it's like “Oh yeah, Caleb, sure.” (laughs)….I would rather 
enjoy my life.  Spend time with my nieces and nephews, go on my trips, do what I have to 
do…. 
 
In addition to joy, these relationships bring her life meaning. When asked about her fears 
about getting older, Sharona’s first thought was of her niece and nephew: 
S: Oh God, if anything happens to me, all I want is what's best for my nieces and 
nephews, is someone taking care of my nieces and nephews. 
N: Ok, so you would want to make sure that they are taken care of? 
S: As long as they had the patience, or them in school, as long as before I die, I want to 
see them growing up  or getting married and stuff, and having kids.  That's all I care 
about. 
 
Marnie enjoys spending time with her friends, and finds meaning in these relationships.  
She is also very curious, and enjoys learning new things.  As she explains: 
MG: When people talk about school, I say I have already been to school.  And there are 
many people who, out there who, I mean, my friends… there may be a lot of people out 
there who can't afford to go to school. 
NW: What did you like about school? 
MG: Learning about different things….Nature, things like that. 
                   
               During our interview, Marnie asked me almost as many questions as I asked her.  
She made connections between my answers and her other friends, using prior experience 
with other people to make sense of new information.  For example, at the start of our 
interview, she asked me about the origin of my name, and I replied that it was Jewish. 
Marnie replied  “Oh, I have other friends that are Jewish. She's darker skinned than you 
though.” 
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Marnie presents as someone who is deeply engaged with the world around her, learning 
new things and making new friends wherever she goes.  Marnie describes religion as very 
important to her, as does Judy.  Judy finds a lot of meaning in her Catholic faith, telling 
me that she enjoys attending church each week, as it makes her feel peaceful and like she 
belongs with God.  
 
            Church Windows 
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          As I write about policy and systems level challenges facing aging and older adults 
like Tammy, Marnie, and Sharona, I find myself returning again and again to Judy’s 
photos.  Initially, I told Judy that I was interested in learning about what her life was like.  
I gave her a camera and asked her to show me what was important to her.  During the 8 
weeks that we worked together, Judy took over 1,000 photographs.  Each photograph has 
a story to tell, and, looking through Judy’s viewfinder, I see nuanced portraits of a 
complex and meaningful life. 
           Judy is not alone; all participants in this study have lead complex and meaningful 
lives, and continue to find joy and meaning in their existence. As I read and write about 
policy, I wonder how to translate the joy and meaning experienced by participants into 
meaningful and supportive policy and systems level supports for aging and elderly adults 
with ID.  How can planning for future health and social service needs of an aging 
population incorporate Judy’s love of nature, or Sharona’s love of her niece and nephew?  
How can policy support Marnie’s curiosity and hunger for connection and life-long 
learning? 
          Though there are not any easy answers to this question, I believe that an important 
clue lies in the research findings related to loss.  In the literature, parental death is an 
important issue that is always discussed from the perspective of parents of adult children 
with ID and caregivers, but is not considered from the perspective of adults with ID.  
(Heller, 2000; Freedman et al, 1997). Adults with ID are presumed to not understand.  Yet 
in my study, many participants dreaded their parents’ death, and felt alone in their dread.  
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Though they may have lacked words for this fear, the fear itself was present, and was 
exacerbated by lack of discussion, and lack of participation in the planning process.  
Failing to involve adults with ID in planning for their lives after the death of their parents 
was a missed opportunity for supporting this population in exercising agency and 
alleviating some fears.  I can’t help but wonder if lack of individual involvement in 
planning for old age could be a similar missed opportunity. 
              As discussed in Chapter Five, many adults with ID viewed aging as the next step 
in a life trajectory of increasing independence, agency and inclusion.  Participants looked 
forward to old age as a time when they would have more self-determination.   
Participants expected that their opportunities for community participation and 
engagement would continue to grow.  As discussed, this generation has seen incredible 
gains.  It would be tragic to see these gains backslide.   The experiences of participants 
challenge us to develop policies and systems to continue the forward trajectories of 
inclusion and agency and that do not move us backwards towards the bad old days. 
          Aging in the community represents an important opportunity for this pioneering 
generation. Supports are needed so that participants can continue to enjoy the activities 
and relationships that give their lives meaning.  At the start of this study, I asked what 
healthy aging would look like for this population.  At the conclusion, I feel strongly that 
inclusion and continued engagement with the things and people that make their lives 
meaningful and joyful is vital for healthy aging.   
           Healthy aging for Judy would not be the same as healthy aging for Tammy, or for 
Sally.  Each woman finds meaning in her own way, and should be supported in whatever 
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she finds most meaningful.  In addition, adults with ID should be offered opportunities to 
try new things, to get to know new people, and to develop their own interests.  For all 
participants, though, healthy aging takes place in a community in which they have 
opportunity to participate. 
 
 
Judy reflected in her community, capturing a photograph of a catering company’s van.  
Judy enjoys this company’s desserts, and she very much enjoys belonging to the world in 
which she is pictured. 
 
 
 
??
180 
BIBLIOGRAPHY 
 
Abbott, S., & Mcconkey, R. (2006). The barriers to social inclusion as perceived by 
people with intellectual disabilities. Journal of Intellectual Disabilities, 10(3), 275–287. 
doi:10.1177/1744629506067618 
 
Ablon, J. (1990). Ambiguity and difference: Families with dwarf children. Social Science 
& Medicine, 30(8), 879–887. doi:10.1016/0277-9536(90)90215-E 
 
American Association on Intellectual and Developmental Disabilities (AAIDD).  Aging: 
Joint Position Statement of AAIDD and The Arc. Adopted 2008. Accessed 8/13/12 via 
http://aaidd.org/content_144.cfm?navID=31 
 
American Association on Intellectual and Developmental Disabilities (AAIDD).  
“Definition of Intellectual Disability”. Updated 2013.  Accessed  online 2/1/13 via 
http://www.aaidd.org/content_100.cfm 
 
 
Angrosino, M. V. (1994). ON THE BUS WITH VONNIE LEE Explorations in Life 
History and Metaphor. Journal of Contemporary Ethnography, 23(1), 14–28. 
doi:10.1177/089124194023001002 
 
Angrosino, M. V. (1997). THE ETHNOGRAPHY OF MENTAL RETARDATION An 
Applied Perspective. Journal of Contemporary Ethnography, 26(1), 98–109. 
doi:10.1177/089124197026001005 
 
Angrosino, M. V. (n.d.). Participant Observation and Research on Intellectual Disabilities, 
161–177. doi:10.1002/9780470713198.ch7 
 
Arc of Massachusetts. “Christmas in Purgatory.” 2010.  Accessed online 2/2/13 via 
http://www.arcmass.org/statehousepolicy/regulationandpolicydebates/fernaldschoolclosin
gandricciclass/fernaldnews/whythefernaldcentershouldclose/christmasinpurgatorywillow
brook/christmasinpurgatory/tabid/696/default.aspx 
 
Arc of Massachusetts. “Willowbrook State School”.  2010.  Accessed online via 
http://www.arcmass.org/StateHousePolicy/RegulationandPolicyDebates/FernaldSchoolCl
osingandRICCIClass/FernaldNews/WhyTheFernaldCenterShouldClose/ChristmasinPurg
atoryWillowbrook/WillowbrookStateSchool/tabid/695/Default.aspx 
 
 
Arnstein, P., Caudill, M., Mandle, C. L., Norris, A., & Beasley, R. (n.d.). Self efficacy as 
a mediator of the relationship between pain intensity, disability and depression in chronic 
??
181 
pain patients. Pain, 80(3), 483–491. 
 
Baker, T. A., & Wang, C. C. (2006). Photovoice: Use of a Participatory Action Research 
Method to Explore the Chronic Pain Experience in Older Adults. Qualitative Health 
Research, 16(10), 1405–1413. doi:10.1177/1049732306294118 
 
Baker Miller, Jean. (1986). Towards a New Psychology of Women, 2nd Ed. Boston, MA: 
Beacon Press. 
 
 
Battles, H. (2011.). Towards Engagement: Exploring the Prospects for an Integrated 
Anthropology of Disability. vis-à-vis: Explorations in Anthropology, 11(1). Retrieved 
from http://vav.library.utoronto.ca.ezproxy.bu.edu/index.php/vav/article/view/14724 
 
Battles, H. T., & Manderson, L. (2008). The Ashley Treatment: Furthering the 
Anthropology of/on Disability. Medical Anthropology, 27(3), 219–226. 
doi:10.1080/01459740802222690 
 
Bazzo, G., Nota, L., Soresi, S., Ferrari, L., & Minnes, P. (2007a). Attitudes of Social 
Service Providers towards the Sexuality of Individuals with Intellectual Disability. 
Journal of Applied Research in Intellectual Disabilities, 20(2), 110–115. 
doi:10.1111/j.1468-3148.2006.00308.x 
 
Beach, M. C., Price, E. G., Gary, T. L., Robinson, K. A., Gozu, A., Palacio, A., … 
Cooper, L. A. (2005). Cultural Competency: A Systematic Review of Health Care 
Provider Educational Interventions. Medical care, 43(4), 356. 
 
Beadle-Brown, J., Mansell, J., & Kozma, A. (2007). Deinstitutionalization in intellectual 
disabilities. Current Opinion in Psychiatry, 20(5), 437–442. 
doi:10.1097/YCO.0b013e32827b14ab 
 
Berecki-Gisolf, J., Begum, N., & Dobson, A. J. (2009). Symptoms reported by women in 
midlife. Menopause, 16(5), 1021–1029. doi:10.1097/gme.0b013e3181a8c49f 
 
Betancourt, J. R., Green, A. R., Carrillo, J. E., & Park, E. R. (2005). Cultural Competence 
And Health Care Disparities: Key Perspectives And Trends. Health Affairs, 24(2), 499–
505. doi:10.1377/hlthaff.24.2.499 
 
Bigby, C. (1995). Is there a hidden group of older people with intellectual disability and 
from whom are they hidden? Lessons from a recent case-finding study. Journal of 
Intellectual and Developmental Disability, 20(1), 15–24. 
doi:10.1080/07263869500035401 
 
Bigby, C. (1996). Transferring responsibility: The nature and effectiveness of parental 
??
182 
planning for the future of adults with intellectual disability who remain at home until 
mid-life. Journal of Intellectual and Developmental Disability, 21(4), 295–312. 
doi:10.1080/13668259600033211 
 
Bigby, C. (1997). When Parents Relinquish Care: Informal Support Networks of Older 
People with Intellectual Disability. Journal of Applied Research in Intellectual 
Disabilities, 10(4), 333–344. doi:10.1111/j.1468-3148.1997.tb00028.x 
 
Bigby, C. (1997). Later life for adults with intellectual disability: A time of opportunity 
and vulnerability. Journal of Intellectual and Developmental Disability, 22(2), 97–108. 
doi:10.1080/13668259700033331 
 
Bigby, C. (2002). Ageing people with a lifelong disability: challenges for the aged care 
and disability sectors. Journal of Intellectual and Developmental Disability, 27(4), 231–
241. doi:10.1080/1366825021000029294 
 
Bigby, C. (2008). Beset by obstacles: A review of Australian policy development to 
support ageing in place for people with intellectual disability. Journal of Intellectual and 
Developmental Disability, 33(1), 76–86. doi:10.1080/13668250701852433 
 
Bittles, A. H., & Glasson, E. J. (2004a). Clinical, social, and ethical implications of 
changing life expectancy in Down syndrome. Developmental Medicine & Child 
Neurology, 46(4), 282–286. doi:10.1111/j.1469-8749.2004.tb00483.x 
 
Bittles, A. H., Petterson, B. A., Sullivan, S. G., Hussain, R., Glasson, E. J., & 
Montgomery, P. D. (2002). The Influence of Intellectual Disability on Life Expectancy. 
The Journals of Gerontology Series A: Biological Sciences and Medical Sciences, 57(7), 
M470–M472. doi:10.1093/gerona/57.7.M470 
 
Blacher, J. (2001) Transition to Adulthood: Mental Retardation, Families, and Culture. 
American Journal on Mental Retardation, 106 (2), 173-188 
 
Blatt, Burton & Kaplan, Fred. (1966). Christmas in Purgatory: A Photographic Essay on 
Mental Retardation.  Boston, Ma: Allyn and Bacon, Inc.  
 
Blatt, B. (1970). Exodus from pandemonium: Human abuse and a reformation of public 
policy. Boston: Allyn & Bacon. 
 
Blatt, B. (1969). Recommendations for institutional reform. In R. B. Kugel & W. 
Wolfensberger (Eds.), Changing patterns in residential services for the mentally retarded 
(pp.173-177). Washington, DC: President’s Committee on Mental Retardation. 
 
Blumenthal, S., Lavender, T., & Hewson, S. (1998). Role clarity, perception of the 
organization and burnout amongst support workers in residential homes for people with 
??
183 
intellectual disability: a comparison between a National Health Service trust and a 
charitable company. Journal of Intellectual Disability Research, 42(5), 409–417. 
doi:10.1046/j.1365-2788.1998.00150.x 
 
Bogdan, R., & Taylor, S. (1976). The judged, not the judges: An insider’s view of mental 
retardation. American Psychologist, 31(1), 47–52. doi:10.1037/0003-066X.31.1.47 
 
Boston Women’s Health Book Collective. (2005) Our Bodies, Ourselves: A New Edition 
for a New Era. New York, NY: Touchstone. 
 
Booth, T., & Booth, W. (2003). In the Frame: Photovoice and mothers with learning 
difficulties. Disability & Society, 18(4), 431–442. doi:10.1080/0968759032000080986 
 
Borrayo, E. A. (2004). Where’s Maria? A video to increase awareness about breast cancer 
and mammography screening among low-literacy Latinas. Preventive Medicine, 39(1), 
99–110. doi:10.1016/j.ypmed.2004.03.024 
 
Braddock, D., Hemp, R., Rizzolo, M., C., Haffer, L., Tanis, S., E., Wu, J. (2011). The 
state of the states in developmental disabilities. Boulder, CO: University of Colorado, 
Department of Psychiatry and Coleman Institute for Cognitive Disabilities 
 
Brown, A. A., & Gill, C. J. (2009). New Voices in Women’s Health: Perceptions of 
Women With Intellectual and Developmental Disabilities. Intellectual and Developmental 
Disabilities, 47(5), 337–347. doi:10.1352/1934-9556-47.5.337 
 
Brown, R. I. (1993). Quality of life issues in aging and intellectual disability. Journal of 
Intellectual and Developmental Disability, 18(4), 219–227. 
doi:10.1080/07263869300034991 
 
Bureau of Labor Statistics. (2011). Monthly Labor Review: December. Washington, D.C.: 
Bureau of Labor Statistics. 
Retrieved from: http://www.bls.gov/opub/mlr/2011/12/home.htm. 
 
Butterworth, J., Smith, F., Hall, A.C., Migliore, A., & Winsor, J. (2011). StateData: The 
national report on employment services and outcomes. Boston, MA: University of 
Massachusetts Boston, Institute for Community Inclusion. 
 
Caldwell, J. (2010). Leadership development of individuals with developmental 
disabilities in the self-advocacy movement. Journal of Intellectual Disability Research, 
54(11), 1004–1014. doi:10.1111/j.1365-2788.2010.01326.x 
 
Campbell, J. E., & Herge, E. A. (2000). Challenges to Aging in Place. Physical & 
Occupational Therapy in Geriatrics, 18(1), 75–90. doi:10.1080/J148v18n01_06 
 
??
184 
Carlson, L. (2001). Cognitive Ableism and Disability Studies: Feminist Reflections on 
the History of Mental Retardation. Hypatia, 16(4), 124–146. doi:10.1111/j.1527-
2001.2001.tb00756.x 
 
Carmody, Moira. (1991). Invisible victims: sexual assault of people with an intellectual 
disability.  Journal of Intellectual and  Developmental Disability. 17(2), 229-236. 
 
Carnaby, S., & Cambridge, P. (2002). Getting personal: an exploratory study of intimate 
and personal care provision for people with profound and multiple intellectual 
disabilities. Journal of Intellectual Disability Research, 46(2), 120–132. 
doi:10.1046/j.1365-2788.2002.00358.x 
 
Carnaby, Steven. (1998). Reflections on social integration for people with intellectual 
disability: Does interdependence have a role? Journal of Intellectual and Developmental 
Disability, 23(3), 219–228. doi:10.1080/13668259800033711 
 
Castles, E. E. (1996). “We’re people first”: the social and emotional lives of individuals 
with mental retardation. Greenwood Publishing Group. 
 
Cea, C. D., & Fisher, C. B. (2003). Health Care Decision-Making by Adults With Mental 
Retardation. Mental Retardation, 41(2), 78–87. doi:10.1352/0047-
6765(2003)041<0078:HCDMBA>2.0.CO;2 
 
Chen, S. C., Ryan-Henry, S., Heller, T., & Chen, E. H. (2001). Health status of mothers of 
adults with intellectual disability. Journal of Intellectual Disability Research, 45(5), 439–
449. doi:10.1046/j.1365-2788.2001.00352.x 
 
Chicago, Judy. (1975). Through the Flower: My Struggle As a Woman Artist. Author’s 
Choice Press, Lincoln, NE. 
 
Conrad P (1992).  Medicalization and social control. Annual Review of Sociology. 18,209-
232. 
 
Cumella, S., Ransford, N., Lyons, J., & Burnham, H. (2000). Needs for oral care among 
people with intellectual disability not in contact with Community Dental Services. 
Journal of Intellectual Disability Research, 44(1), 45–52. doi:10.1046/j.1365-
2788.2000.00252.x 
 
Cummins, R. A., & Lau, A. L. D. (2003). Community Integration or Community 
Exposure? A Review and Discussion in Relation to People with an Intellectual Disability. 
Journal of Applied Research in Intellectual Disabilities, 16(2), 145–157. 
doi:10.1046/j.1468-3148.2003.00157.x 
 
Cuskelly, M., & Bryde, R. (2004). Attitudes towards the sexuality of adults with an 
??
185 
intellectual disability: parents, support staff, and a community sample. Journal of 
Intellectual and Developmental Disability, 29(3), 255–264. 
doi:10.1080/13668250412331285136 
 
Das, V., & Addlakha, R. (2001). Disability and Domestic Citizenship: Voice, Gender, and 
the Making of the Subject. Public Culture, 13(3), 511 –532. doi:10.1215/08992363-13-3-
511 
 
Degner LF, K. L. (1997). Information needs and decisional preferences in women with 
breast cancer. Journal of the American Medical Association, 277(18), 1485–1492. 
doi:10.1001/jama.1997.03540420081039 
 
Department of Developmental Services. “Celebrating our name change”.  Reviewed 
2013.  Accessed online 1/31/13 via 
http://www.mass.gov/eohhs/gov/departments/dds/celebrating-our-name-change-
department-of.html 
 
Department of Developmental Services. “Mission Statement”. Reviewed 2012.  Accessed 
online 1/31/13 via http://www.mass.gov/eohhs/gov/departments/dds/developmental-
services-mission-statement.html 
 
Devereux, J. M., Hastings, R. P., Noone, S. J., Firth, A., & Totsika, V. (2009). Social 
support and coping as mediators or moderators of the impact of work stressors on burnout 
in intellectual disability support staff. Research in Developmental Disabilities, 30(2), 
367–377. doi:10.1016/j.ridd.2008.07.002 
 
Dye, L., Hendy, S., Hare, D. J., & Burton, M. (2004). Capacity to consent to participate 
in research – a recontextualization. British Journal of Learning Disabilities, 32(3), 144–
150. doi:10.1111/j.1468-3156.2004.00262.x 
 
Dyrness, A. (2008). Research for Change versus Research as Change: Lessons from a 
Mujerista Participatory Research Team. Anthropology and Education Quarterly, 
39(1):23-44 
 
Eastgate, G. (2005). Sex, consent and intellectual disability. Australian Family Physician, 
34(3), 163–6. 
 
Edgerton, R. B. (1993). The cloak of competence. University of California Press. 
 
Edgerton, R. B., Gaston, M. A., Kelly, H., & Ward, T. (1994). Health care for aging 
people with mental retardation. Mental retardation. 
 
Edgerton’s, R. B. (2006). 15 Listening to disabled people. Overcoming disabling 
barriers: 18 years of Disability and society, 244. 
??
186 
 
Eggleton, I., Robertson, S., Ryan, J., & Kober, R. (1999). The impact of employment on 
the quality of life of people with an intellectual disability. Journal of Vocational 
Rehabilitation, 13(2), 95–107. 
 
Ellison, C., White, A., & Chapman, L. (2011). Avoiding institutional outcomes for older 
adults living with disability: The use of community-based aged care supports. Journal of 
Intellectual and Developmental Disability, 36(3), 175–183. 
doi:10.3109/13668250.2011.597377 
 
Emerson, E. (2003). Mothers of children and adolescents with intellectual disability: 
social and economic situation, mental health status, and the self-assessed social and 
psychological impact of the child’s difficulties. Journal of Intellectual Disability 
Research, 47(4-5), 385–399. doi:10.1046/j.1365-2788.2003.00498.x 
 
Emerson, Eric. (2007a). Poverty and people with intellectual disabilities. Mental 
Retardation and Developmental Disabilities Research Reviews, 13(2), 107–113. 
doi:10.1002/mrdd.20144 
 
 
Evans, D. S., McGuire, B. E., Healy, E., & Carley, S. N. (2009). Sexuality and personal 
relationships for people with an intellectual disability. Part II: staff and family carer 
perspectives. Journal of Intellectual Disability Research, 53(11), 913–921. 
doi:10.1111/j.1365-2788.2009.01202.x 
 
Finlay, W. M. L., Antaki, C., & Walton, C. (2007). On Not Being Noticed: Intellectual 
Disabilities and the Nonvocal Register. (C. Kliewer, Ed.)Intellectual and Developmental 
Disabilities, 45(4), 227–245. doi:10.1352/1934-9556(2007)45[227:ONBNID]2.0.CO;2 
 
Forbes, G. B., Collinsworth, L. L., Jobe, R. L., Braun, K. D., & Wise, L. M. (2007). 
Sexism, Hostility toward Women, and Endorsement of Beauty Ideals and Practices: Are 
Beauty Ideals Associated with Oppressive Beliefs? Sex Roles, 56(5-6), 265–273. 
doi:10.1007/s11199-006-9161-5 
 
Frank, G. (1984). Life history model of adaptation to disability: The case of a “congenital 
amputee”. Social Science & Medicine, 19(6), 639–645. doi:10.1016/0277-
9536(84)90231-4 
 
Freedman, R.I. (2001). Ethical challenges in the conduct of research involving persons 
with mental retardation. Journal Information, 39(2). 
 
Freedman R.I., & Boyer N.C. (2000). The Power to Choose: Supports for Families 
Caring for Individuals with Developmental Disabilities. Health and Social Work, 25(1), 
59–68. 
??
187 
 
Freedman, R.I., Krauss, M. W., & Seltzer, M. M. (1997). Aging parents’ residential plans 
for adult children with mental retardation. Mental Retardation, 35(2), 114–123. 
 
Freedman, Ruth I. (2001). Ethical Challenges in the Conduct of Research Involving 
Persons With Mental Retardation. Mental Retardation, 39(2), 130–141. 
doi:10.1352/0047-6765(2001)039<0130:ECITCO>2.0.CO;2 
 
Friedman, R. I. (1998). Use of Advance Directives: Facilitating Health Care Decisions by 
Adults With Mental Retardation and Their Families. Mental Retardation, 36(6), 444–456. 
doi:10.1352/0047-6765(1998)036<0444:UOADFH>2.0.CO;2 
 
Gagliese, Lucia. (2009). Pain and aging: the emergence of a new subfield of pain 
research. The Journal of Pain, 10(4), 343-353. 
 
Galea, J., Butler, J., Iacono, T., & Leighton, D. (2004). The assessment of sexual 
knowledge in people with intellectual disability. Journal of Intellectual and 
Developmental Disability, 29(4), 350–365.  
 
Garcia, M.E. (2000). Ethnographic responsibility and the anthropological endeavor: 
beyond identity discourse. Anthropological Quarterly 73(2):89-101. 
 
Garland-Thomson, R. (2003). Integrating disability, transforming feminist theory. NWSA 
Journal, 14(3), 1–32. 
 
Garland-Thomson, R. (2005). Feminist disability studies. Signs: Journal of Women in 
Culture and Society, 30(2), 1557–1587. 
 
Geiger, S. (1990). What’s So Feminist About Women’s Oral History? Journal of Women’s 
History, 2(1), 169–182. 
 
Gerber, D. A. (1990). Listening to disabled people: The problem of voice and authority in 
Robert B. Edgerton’s The Cloak of Competence. Disability, Handicap & Society, 5(1), 3–
23. 
 
Gill, M. (2012). Sex can wait, masturbate: The politics of masturbation training. 
Sexualities, 15(3-4), 472–493. doi:10.1177/1363460712439655 
 
Gill, Carol J and Brown, Allison A. (2000) Overview of health issues of older women 
with intellectual disabilities.  Co-published simultaneously in Physical & Occupational 
Therapy in Geriatrics The Haworth Press, Inc.) Vol. 18, No. 1, 2000, pp. 91-94; and: 
Aging and Developmental Disability: Current Research, Programming, and Practice 
Implications (ed: Joy Hammel, and Susan M. Nochajski) The Haworth Press, Inc., 91-94. 
 
??
188 
Grant, L. D. (1996). Effects of Ageism on Individual and Health Care Providers’ 
Responses to Healthy Aging. Health & Social Work, 21(1), 9–15. doi:10.1093/hsw/21.1.9 
 
Grobsmith, E. (1997). Growing Up on Deloria. In Indians and Anthropologists, Thomas 
Biolsi and Larry J. Zimmerman, eds. Tucson: University of Arizona Press, pp:35-49. 
 
Hall, K. Q. (2003). Feminism, disability, and embodiment. NWSA Journal, 14(3), vii–xiii. 
 
Hammel, J. (2003). Technology and the environment: supportive resource or barrier for 
people with developmental disabilities? Nursing Clinics of North America, 38(2), 331–
349. doi:10.1016/S0029-6465(02)00053-1 
 
Hammel, Joy, Lai, J.-S., & Heller, T. (2002). The impact of assistive technology and 
environmental interventions on function and living situation status with people who are 
ageing with developmental disabilities. Disability & Rehabilitation, 24(1-3), 93–105. 
doi:10.1080/09638280110063850 
 
Hastings, R. P., Kovshoff, H., Ward, N. J., Espinosa, F. degli, Brown, T., & Remington, 
B. (2005). Systems Analysis of Stress and Positive Perceptions in Mothers and Fathers of 
Pre-School Children with Autism. Journal of Autism and Developmental Disorders, 
35(5), 635–644. doi:10.1007/s10803-005-0007-8 
 
Heller, T., & Caldwell, J. (2006). Supporting aging caregivers and adults with 
developmental disabilities in future planning. Journal Information, 44(3). 
 
Heller, T., Miller, A. B., & Factor, A. (1998). Environmental characteristics of nursing 
homes and community-based settings, and the well-being of adults with intellectual 
disability. Journal of Intellectual Disability Research, 42(5), 418–428. 
doi:10.1046/j.1365-2788.1998.00155.x 
 
Heller, T., Miller, A. B., & Hsieh, K. (1999). Impact of a consumer-directed family 
support program on adults with developmental disabilities and their family caregivers. 
Family Relations, 419–427. 
 
Heller, T., Miller, A., & Factor, A. (1998b). Environmental characteristics of nursing 
homes and community-based settings, and the well-being of adults with intellectual 
disability. Journal of Intellectual Disability Research, 42(5), 418–428. 
 
Heller, Tamar, Caldwell, J., & Factor, A. (2007). Aging family caregivers: Policies and 
practices. Mental Retardation and Developmental Disabilities Research Reviews, 13(2), 
136–142. doi:10.1002/mrdd.20138 
 
Hogg, J. (2001). Essential healthcare for people with learning disabilities: barriers and 
opportunities. Journal of the Royal Society of Medicine, 94(7), 333–336. 
??
189 
 
Van Hooren, R. H., Widdershoven, G., Borne, H. W., & Curfs, L. (2002). Autonomy and 
intellectual disability: the case of prevention of obesity in Prader–Willi syndrome. 
Journal of Intellectual Disability Research, 46(7), 560–568. 
 
Horner-Johnson, W., & Drum, C. E. (2006). Prevalence of maltreatment of people with 
intellectual disabilities: A review of recently published research. Mental Retardation and 
Developmental Disabilities Research Reviews, 12(1), 57–69. doi:10.1002/mrdd.20097 
 
Iacono, T., & Murray, V. (2003). Issues of informed consent in conducting medical 
research involving people with intellectual disability. Journal of Applied Research in 
Intellectual Disabilities, 16(1), 41–51. 
 
Iacono, Teresa. (2006). Ethical Challenges and Complexities of Including People with 
Intellectual Disability as Participants in Research. Journal of Intellectual and 
Developmental Disability, 31(3), 173–179. 
Innes, A., McCabe, L., & Watchman, K. (2012). Caring for older people with an 
intellectual disability: A systematic review. Maturitas, 72(4), 286–295. 
doi:10.1016/j.maturitas.2012.05.008 
 
Jacobs-Huey, L. (2002). Natives are gazing and talking back: Reviewing the problematics 
of positionality, voice, and accountability among "native" anthropologists. American 
Anthropologist 104(3):791-804. 
 
Janicki, M. P., Davidson, P. W., Henderson, C. M., McCallion, P., Taets, J. D., Force, L. 
T., … Ladrigan, P. M. (2002). Health characteristics and health services utilization in 
older adults with intellectual disability living in community residences. Journal of 
Intellectual Disability Research, 46(4), 287–298. doi:10.1046/j.1365-2788.2002.00385.x 
 
Janicki MP, Dalton AJ, Henderson CM, Davidson PW. (1999) Mortality and morbidity 
among older adults with intellectual disability: health services considerations, Disability 
and Rehabilitation, 21(5-6):284-294. 
 
Jenkinson, J. C. (1993). Who shall decide? The relevance of theory and research to 
decision-making by people with an intellectual disability. Disability, Handicap & Society, 
8(4), 361–375. 
 
Jenkinson, J., Copeland, C., Drivas, V., Scoon, H., & Yap, M. L. (1992). Decision-making 
by community residents with an intellectual disability. Journal of Intellectual and 
Developmental Disability, 18(1), 1–8. 
 
Jurkowski, J. M., & Paul-Ward, A. (2007). Photovoice With Vulnerable Populations: 
Addressing Disparities in Health Promotion Among People With Intellectual Disabilities. 
Health Promotion Practice, 8(4), 358–365. doi:10.1177/1524839906292181 
??
190 
 
Kafer, A. (2003). Compulsory bodies: Reflections on heterosexuality and able-
bodiedness. Journal of Women’s History, 15(3), 77–89. 
 
Kaufert, P. A., & Gilbert, P. (1986). Women, menopause, and medicalization. Culture, 
Medicine and Psychiatry, 10(1), 7–21. doi:10.1007/BF00053260 
 
Kickbusch, I. S. (2001). Health literacy: addressing the health and education divide. 
Health Promotion International, 16(3), 289–297. doi:10.1093/heapro/16.3.289 
 
Kim, Sheryl A Larson, K Charlie Lak, S. (2001). Behavioural outcomes of 
deinstitutionalisation for people with intellectual disability: a review of US studies 
conducted between 1980 and 1999. Journal of Intellectual and Developmental Disability, 
26(1), 35–50. doi:10.1080/13668250020032750 
 
Kingdon, John W. (1995).  Agendas, Alternatives and Public Policy, 2nd ed.  Addison-
Wellesley. 
 
Kittay, E. F. (1998). Welfare, dependency, and a public ethic of care. Social Justice, 25(1 
(71)), 123–145. 
 
Kittay, E. F. (2000). At home with my daughter. Americans with disabilities, 64–80. 
 
Kittay, E. F. (2001). When caring is just and justice is caring: Justice and mental 
retardation. Public Culture, 13(3), 557–579. 
 
Klotz, J. (2004). Sociocultural study of intellectual disability: moving beyond labelling 
and social constructionist perspectives. British Journal of Learning Disabilities, 32(2), 
93–104. doi:10.1111/j.1468-3156.2004.00285.x 
 
Knox, M. (2000). Family control: The views of families who have a child with an 
intellectual disability. Journal of Applied Research in Intellectual Disabilities, 13(1), 17–
28. 
 
Knox, Marie, & Hickson, F. (2001). The Meanings of Close Friendship: the Views of 
Four People with Intellectual Disabilities. Journal of Applied Research in Intellectual 
Disabilities, 14(3), 276–291. doi:10.1046/j.1468-3148.2001.00066.x 
 
Knox, Marie, Mok, M., & Parmenter, T. R. (2000). Working with the Experts: 
Collaborative research with people with an intellectual disability. Disability & Society, 
15(1), 49–61. doi:10.1080/09687590025766 
 
Kober, R., & Eggleton, I. R. C. (2005). The effect of different types of employment on 
quality of life. Journal of Intellectual Disability Research, 49(10), 756–760. 
??
191 
doi:10.1111/j.1365-2788.2005.00746.x 
 
Kolodny, EH.(2004) The Fernald State School and the loss of childhood though 
misguided public policy. Neurology Today, 4(12), 50-53. 
 
Krahn, G. L., Hammond, L., & Turner, A. (2006). A cascade of disparities: Health and 
health care access for people with intellectual disabilities. Mental Retardation and 
Developmental Disabilities Research Reviews, 12(1), 70–82. doi:10.1002/mrdd.20098 
 
Krugman, S. (1986). The Willowbrook Hepatitis Studies Revisited: Ethical Aspects. 
Review of Infectious Diseases, 8(1), 157–162. doi:10.1093/clinids/8.1.157 
 
Leeder, S. R., & Dominello, A. (2005). Health, Equity and Intellectual Disability. Journal 
of Applied Research in Intellectual Disabilities, 18(2), 97–100. doi:10.1111/j.1468-
3148.2005.00238.x 
 
Lennox, N. G., Diggens, J. N., & Ugoni, A. M. (1997). The general practice care of 
people with intellectual disability: barriers and solutions. Journal of Intellectual 
Disability Research, 41(5), 380–390. doi:10.1111/j.1365-2788.1997.tb00725.x 
 
Lennox, N., Taylor, M., Rey-Conde, T., Bain, C., Purdie, D., & Boyle, F. (2005). Beating 
the barriers: recruitment of people with intellectual disability to participate in research. 
Journal of Intellectual Disability Research, 49(4), 296–305. 
 
Lennox, N. (2005) Management Guidelines: Developmental Disability, 2nd edition. 
Therapeutic Guidelines Ltd: Melbourne, Victoria, Australia 
 
Linzer, M., Gerrity, M., Douglas, J. A., McMurray, J. E., Williams, E. S., & Konrad, T. R. 
(2002). Physician stress: results from the physician worklife study. Stress and Health, 
18(1), 37–42. doi:10.1002/smi.917 
 
Lipson, J. G., & Rogers, J. G. (2000). Cultural aspects of disability. Journal of 
transcultural nursing, 11(3), 212. 
 
Lloyd, M. (1992). Does she boil eggs? Towards a feminist model of disability. Disability, 
Handicap & Society, 7(3), 207–221. 
 
Lloyd, M. (2001). The politics of disability and feminism: discord or synthesis? 
Sociology, 35(3), 715. 
 
Lloyd, M., Preston-Shoot, M., Temple, B., & WUU, W. R. (1996). Whose project is it 
anyway? Sharing and shaping the research and development agenda. Disability & 
Society, 11(3), 301–316. 
 
??
192 
Lunsky, Y. (2003). Depressive symptoms in intellectual disability: does gender play a 
role? Journal of Intellectual Disability Research, 47(6), 417–427. doi:10.1046/j.1365-
2788.2003.00516.x 
 
Manion, M. L., & Bersani, H. A. (1987). Mental retardation as a Western sociological 
construct: a cross-cultural analysis. Disability, Handicap & Society, 2(3), 231–245. 
 
Manderson, Lenore. (2011) Surface Tensions: Surgery, Bodily Boundaries and the Social 
Self.  Walnut Creek, CA: Left Coast Press. 
 
Mansell, J., Ashman, B., Macdonald, S., & Beadle-Brown, J. (2002). Residential care in 
the community for adults with intellectual disability: needs, characteristics and services. 
Journal of Intellectual Disability Research, 46(8), 625–633. doi:10.1046/j.1365-
2788.2002.00440.x 
 
Marshall, C. A., & Juarez, L. G. (2002). Learning from Our Neighbor: Women with 
Disabilities in Oaxaca, Mexico. Journal of Rehabilitation, 68(4), 12–19. 
 
Marshall, L. (2006). Aging: A Feminist Issue. NWSA Journal, 18(1), vii–xiii. 
 
Massachusetts Advocates Standing Strong (MASS), personal communication, 2012. 
 
Mayes, R., Llewellyn, G., & McConnell, D. (2011). “That’s who I choose to be”: The 
mother identity for women with intellectual disabilities. Women’s Studies International 
Forum, 34(2), 112–120. doi:10.1016/j.wsif.2010.11.001 
 
McCarthy, M. (2002). Going through the menopause: perceptions and experiences of 
women with intellectual disability. Journal of Intellectual and Developmental Disability, 
27(4), 281–295. doi:10.1080/1366825021000055817 
 
McCarthy, M. (2009). “I have the jab so I can”t be blamed for getting pregnant’: 
Contraception and women with learning disabilities. Women’s Studies International 
Forum, 32(3), 198–208. doi:10.1016/j.wsif.2009.05.003 
 
McClain, C. S. (1990). The making of a medical tradition: Vaginal birth after cesarean. 
Social Science & Medicine, 31(2), 203–210. doi:10.1016/0277-9536(90)90062-W 
 
McConkey, R., & Ryan, D. (2001). Experiences of staff in dealing with client sexuality in 
services for teenagers and adults with intellectual disability. Journal of Intellectual 
Disability Research, 45(1), 83–87. doi:10.1111/j.1365-2788.2001.00285.x 
 
McDonald, K. E., Keys, C. B, Henry, D. B. (2008). Gatekeepers of science: attitude 
towards the research participation of adults with intellectual disability. American Journal 
of Mental Retardation,113 (4),466-78. 
??
193 
 
McGuire, B. E., & Bayley, A. A. (2011). Relationships, sexuality and decision-making 
capacity in people with an intellectual disability. Current Opinion in Psychiatry, 24(5), 
398–402. doi:10.1097/YCO.0b013e328349bbcb 
 
McLeroy, K. R., Bibeau, D., Steckler, A., & Glanz, K. (1988). An Ecological Perspective 
on Health Promotion Programs. Health Education & Behavior, 15(4), 351–377. 
doi:10.1177/109019818801500401 
 
McRuer, R. (2003). As Good As It Gets: Queer Theory and Critical Disability. GLQ: A 
Journal of Lesbian and Gay Studies, 9(1), 79–105. 
 
Meekosha, H., & Dowse, L. (1997). Enabling Citizenship: Gender, Disability and 
Citizenship in Australia. Feminist Review, (57), 49–72. doi:10.2307/1395801 
 
Mehrotra, N., & Vaidya, S. (2008). Exploring Constructs of Intellectual Disability and 
Personhood in Haryana and Delhi. Indian Journal of Gender Studies, 15(2), 317–340. 
doi:10.1177/097152150801500206 
 
Morgan, Kathryn Pauly. (1998). Contested Bodies, Contested Knowledges: Women, 
Health and the Politics of Medicalization. In The Politics of Women’s Health: Exploring 
Agency and Autonomy, by Susan Sherwin, ed. Pages 83-121. Philadelphia PA: Temple 
University Press 
 
Mykytyn CE. (2008). Medicalizing the optimal: anti-aging medication and the quandary 
of intervention. Journal of Aging Studies. 22(4),313-21. 
 
Neumayer, R., & Bleasdale, M. (1996). Personal lifestyle preferences of people with an 
intellectual disability. Journal of Intellectual and Developmental Disability, 21(2), 91–
114. doi:10.1080/13668259600033071 
 
Nicholson, L., Colyer, M., & Cooper, S.-A. (2012). Recruitment to intellectual disability 
research: a qualitative study. Journal of Intellectual Disability Research, no–no. 
doi:10.1111/j.1365-2788.2012.01573.x 
 
Nochajski, Susan. (2000) The impact of age-related changes on the functioning of older 
adults with developmental disabilities. Co-published simultaneously in Physical & 
Occupational Therapy in Geriatrics (The Haworth Press, Inc.) Vol. 18, No. 1, 2000, pp. 
5-21; and: Aging and Developmental Disability: Current Research, Programming, and 
Practice Implications (ed: Joy Ham- mel, and Susan M. Nochajski) The Haworth Press, 
Inc., pp. 5-21 
 
Noonan, A., & Gomez, M. T. (2011). Who’s Missing? Awareness of Lesbian, Gay, 
Bisexual and Transgender People with Intellectual Disability. Sexuality and Disability, 
??
194 
29(2), 175–180. doi:10.1007/s11195-010-9175-3 
 
Northrup, Christiane.  (2010). Women’s Bodies, Women’s Wisdom, 4th ed.  New York, 
NY: Bantam Books. 
 
Nota, L., Ferrari, L., Soresi, S., & Wehmeyer, M. (2007). Self-determination, social 
abilities and the quality of life of people with intellectual disability. Journal of 
Intellectual Disability Research, 51(11), 850–865. doi:10.1111/j.1365-2788.2006.00939.x 
 
Ochs, E., Kremer-Sadlik, T., Sirota, K. G., & Solomon, O. (2004). Autism and the Social 
World: An Anthropological Perspective. Discourse Studies, 6(2), 147–183. 
doi:10.1177/1461445604041766 
 
Orsmond, G. I., & Seltzer, M. M. (2007). Siblings of individuals with autism or Down 
syndrome: effects on adult lives. Journal of Intellectual Disability Research, 51(9), 682–
696. doi:10.1111/j.1365-2788.2007.00954.x 
 
Ouellette-Kuntz, Hélène. (2005). Understanding Health Disparities and Inequities Faced 
by Individuals with Intellectual Disabilities. Journal of Applied Research in Intellectual 
Disabilities, 18(2), 113–121. doi:10.1111/j.1468-3148.2005.00240.x 
 
Ouellette-Kuntz, HeleneBurge. (2003). Attitudes of Senior Psychiatry Residents Toward 
Persons with Intellectual Disabilities. Canadian Journal of Psychiatry, 48(8), 538. 
 
Patti, P., Amble, K., & Flory, M. (2010). Placement, relocation and end of life issues in 
aging adults with and without Down’s syndrome: a retrospective study. Journal of 
Intellectual Disability Research, 54(6), 538–546. doi:10.1111/j.1365-2788.2010.01279.x 
Patti, P., Amble, K., & Flory, M. (2010). Placement, relocation and end of life issues in 
aging adults with and without Down’s syndrome: a retrospective study. Journal of 
Intellectual Disability Research, 54(6), 538–546. doi:10.1111/j.1365-2788.2010.01279.x 
 
Paransky OI, Zurawin RK. (2003). Management of menstrual problems and 
contraception with adolescents with mental retardation: A medical, legal and ethical 
review with guidelines. Journal of Pediatric and Adolecents Gynecology, 16(4), 223 
 
Perkins EA, Moran. J. (2010). Aging adults with intellectual disabilities. Journal of the 
American Medical Association, 304(1), 91–92. doi:10.1001/jama.2010.906 
 
Peter, N. G., Forke, C. M., Ginsburg, K. R., & Schwarz, D. F. (2009). Transition From 
Pediatric to Adult Care: Internists’ Perspectives. Pediatrics, 123(2), 417–423. 
doi:10.1542/peds.2008-0740 
 
Petersilia, J. (2000). Invisible Victims - Violence against Persons with Developmental 
Disabilities. Human Rights, 27, 9. 
??
195 
 
Phillips, A., Morrison, J., & Davis, R. W. (2004). General practitioners’ educational needs 
in intellectual disability health. Journal of Intellectual Disability Research, 48(2), 142–
149. doi:10.1111/j.1365-2788.2004.00503.x 
 
Quill TE, W. P. (1990). Healthy approaches to physician stress. Archives of Internal 
Medicine, 150(9), 1857–1861. doi:10.1001/archinte.1990.00390200057011 
 
Quinn, M. A., Wilcox, A., Orav, E. J., Bates, D. W., & Simon, S. R. (2009). The 
Relationship Between Perceived Practice Quality and Quality Improvement Activities 
and Physician Practice Dissatisfaction, Professional Isolation, and Work-Life Stress. 
Medical Care, 47(8), 924–928. doi:10.1097/MLR.0b013e3181a393e4 
 
Rapp, R., & Ginsburg, F. D. (2001). Enabling Disability: Rewriting Kinship, 
Reimagining Citizenship. Public Culture, 13(3), 533–556. 
 
Rapp, Rayna. (1999). Testing Women, Testing the Fetus: The Social Impacts of 
Amniocentisis in America. New York, NY: Routledge  
 
Reiss, J. G., Gibson, R. W., & Walker, L. R. (2005). Health Care Transition: Youth, 
Family, and Provider Perspectives. Pediatrics, 115(1), 112–120. doi:10.1542/peds.2004-
1321 
 
Rosenthal, T. C. (2008). The Medical Home: Growing Evidence to Support a New 
Approach to Primary Care. The Journal of the American Board of Family Medicine, 
21(5), 427–440. doi:10.3122/jabfm.2008.05.070287 
 
Rothman, D. J. (1982). Were Tuskegee & Willowbrook “Studies in Nature”? The 
Hastings Center Report, 12(2), 5–7. doi:10.2307/3561798 
 
Rothman Barbara Katz.(1989)  Recreating Motherhood: Ideology and Technology in a 
Patriarchal Society. New York, NY: W.W. Norton & Company, 1989 
 
Saultz, J. W. (2003). Defining and Measuring Interpersonal Continuity of Care. The 
Annals of Family Medicine, 1(3), 134–143. doi:10.1370/afm.23 
 
Schalock, R. L. (2004). The concept of quality of life: what we know and do not know. 
Journal of Intellectual Disability Research, 48(3), 203–216. doi:10.1111/j.1365-
2788.2003.00558.x 
 
Schalock RL, Luckasson RA, Shogren KA, Borthwick-Duffy, S, Bradley V, Buntinx 
WHE, Coulter DL, Craig EM, Gomez S, Lachapelle Y, Reeve A, Snell MA, Spreat S, 
Tasse MJ, Thompson JR, Verdugo MA, Wehmeyer ML, Yeager MH.  The renaming of 
mental retardation: understanding the change to the term intellectual disability. 
??
196 
Intellectual and Developmental Disabilities. 2007;45(2):116-124. 
 
Schalock RL, Borthwick-Duffy S, Bradley VJ, Buntinx WHE, Coulter DL, Craig EM, 
Gomez SC, Lachepelle Y, Luckasson R, Reeve A, Shogren KA, Snell MA, Spreat S, 
Tasse MJ, Thompson JR, Verdugo-Alonso MA, Wehmeyer ML, Yeager MH. Intellectual 
Disability: Definition, Classificaion and Systems of Supports (11th ed).  Washington, DC: 
American Association of Intellectual and Developmental Disabilities, 2010. 
 
Scheper-Hughes, N., & Lock, M. M. (1987). The Mindful Body: A Prolegomenon to 
Future Work in Medical Anthropology. Medical Anthropology Quarterly, 1(1), 6–41. 
doi:10.1525/maq.1987.1.1.02a00020 
 
Schulz AJ, Mullings L. (2006).  Gender, Race, Class & Health: Intersectional 
Approaches. San Fransisco, CA: Jossey-Bass. 
 
Schwartz, C., & Rabinovitz, S. (2003). Life satisfaction of people with intellectual 
disability living in community residences: perceptions of the residents, their parents and 
staff members. Journal of Intellectual Disability Research, 47(2), 75–84. 
doi:10.1046/j.1365-2788.2003.00436.x 
 
Scully, J. L. (2003). Drawing Lines, Crossing Lines: Ethics and the Challenge of 
Disabled Embodiment. Feminist Theology, 11(3), 265–280. 
 
Seltzer, M. M., Krauss, M. W., Walsh, P., Conliffe, C., Larson, B., Birkbeck, G., … 
Cchoi, S. (1995). Cross-national comparisons of ageing mothers of adults with 
intellectual disabilities. Journal of Intellectual Disability Research, 39(5), 408–418. 
doi:10.1111/j.1365-2788.1995.tb00545.x 
 
Seltzer, M. M., & Wyngaarden Krauss, M. (2001). Quality of life of adults with mental 
retardation/developmental disabilities who live with family. Mental Retardation and 
Developmental Disabilities Research Reviews, 7(2), 105–114. doi:10.1002/mrdd.1015 
 
Seltzer, M.M., Greenberg, J.S. Floyd, F.J., Pettee, Y., Hong J. (2001).) Life Course 
Impacts of Parenting a Child With a Disability. American Journal on Mental Retardation, 
106(3), 265-286. 
 
Settles, I. H. (2006). Use of an Intersectional Framework to Understand Black Women’s 
Racial and Gender Identities. Sex Roles, 54(9-10), 589–601. doi:10.1007/s11199-006-
9029-8 
 
Sharma, N., Lalinde, P. S., & Brosco, J. P. (2006). What do residents learn by meeting 
with families of children with intellectual disabilities? A qualitative analysis of an 
experiential learning module. Pediatric Rehabilitation, 9, 185–189. 
 
??
197 
Shildrick, M. (2005). The disabled body, genealogy and undecidability. Cultural studies, 
19(6), 755–770. 
 
Shogren, K. A., Bradley, V. J., Gomez, S. C., Yeager, M. H., Schalock, R. L., Borthwick-
Duffy, W. S., … Wehmeyer, M. L. (2009). Public policy and the enhancement of desired 
outcomes for persons with intellectual disability. Intellectual and developmental 
disabilities, 47(4), 307–319. doi:10.1352/1934-9556-47.4.307 
 
Siebers, T. (2006). Disability studies and the future of identity politics. Identity politics 
reconsidered, 10–30. 
 
Skirrow, P., & Hatton, C. (2007). “Burnout” Amongst Direct Care Workers in Services 
for Adults with Intellectual Disabilities: A Systematic Review of Research Findings and 
Initial Normative Data. Journal of Applied Research in Intellectual Disabilities, 20(2), 
131–144. doi:10.1111/j.1468-3148.2006.00311.x 
 
Slayter, E. M. (2010). Disparities in Access to Substance Abuse Treatment among People 
with Intellectual Disabilities and Serious Mental Illness. Health & Social Work, 35(1), 
49–59. doi:10.1093/hsw/35.1.49 
 
Smith, F.A. & Butterworth, J., 2009. Indicators of Labor Market Success for People with 
Intellectual Disabilities. DataNote Series, Data Note XXII. Boston, MA: Institute for 
Community Inclusion 
 
Smith, G. C. (1996). Caregiving outcomes for older mothers of adults with mental 
retardation: A test of the two-factor model of psychological well-being. Psychology and 
Aging, 11(2), 353–361. doi:10.1037/0882-7974.11.2.353 
 
Smith-Rosenberg, C., & Rosenberg, C. (1973). The Female Animal: Medical and 
Biological Views of Woman and Her Role in Nineteenth-Century America. The Journal 
of American History, 60(2), 332–356. doi:10.2307/2936779 
 
Sofaer, S., & Firminger, K. (2005). Patient Perceptions of the Quality of Health Services. 
Annual Review of Public Health, 26(1), 513–559. 
doi:10.1146/annurev.publhealth.25.050503.153958 
 
Stafford, P. B. (2009). Aging and Developmental Disability: Emerging Concerns and 
Insights. Anthropology News, 50(8), 6–7. doi:10.1111/j.1556-3502.2009.50806.x 
 
Sullivan, S. G., Glasson, E. J., Hussain, R., Petterson, B. A., Slack-Smith, L. M., 
Montgomery, P. D., & Bittles, A. H. (2003). Breast cancer and the uptake of 
mammography screening services by women with intellectual disabilities. Preventive 
Medicine, 37(5), 507–512. doi:10.1016/S0091-7435(03)00177-4 
 
??
198 
Sullivan, W. F., Heng, J., Cameron, D., Lunsky, Y., Cheetham, T., Hennen, B., … Swift, I. 
(2006). Consensus guidelines for primary health care of adults with developmental 
disabilities. Canadian Family Physician, 52(11), 1410–1418. 
 
Szollos, A. A., & McCabe, M. P. (1995). The sexuality of people with mild intellectual 
disability: Perceptions of clients and caregivers. Journal of Intellectual and 
Developmental Disability, 20(3), 205–222. doi:10.1080/07263869500035561 
 
Taggart, L., McLaughlin, D., Quinn, B., & McFarlane, C. (2007). Listening to people 
with intellectual disabilities who misuse alcohol and drugs. Health & Social Care in the 
Community, 15(4), 360–368. doi:10.1111/j.1365-2524.2007.00691.x 
 
Taussig, M. T. (1980). Reification and the consciousness of the patient. Social Science & 
Medicine. Part B: Medical Anthropology, 14(1), 3–13. doi:10.1016/0160-7987(80)90035-
6 
 
Taylor, S. J., & Bogdan, R. (1989). On Accepting Relationships between People with 
Mental Retardation and Non-disabled People: Towards an Understanding of Acceptance. 
Disability, Handicap & Society, 4(1), 21–36. doi:10.1080/02674648966780021 
 
Tervalon, M., & Murray-García, J. (1998). Cultural Humility Versus Cultural 
Competence: A Critical Distinction in Defining Physician Training Outcomes in 
Multicultural Education. Journal of Health Care for the Poor and Underserved, 9(2), 
117–125. 
 
Titchkosky, Tanya. (2003). Disability, Self and Society. Toronto, Canada: University of 
Toronto Press 
 
Thomson, R. G. (1999). The new disability studies: Inclusion or tolerance? ADFL 
BULLETIN, 31(1), 49–53. 
 
Trent, James. (1994).  Inventing the Feeble Mind: A History of Mental Retardation in the 
United States.  Berkeley, CA: University of California Press 
 
Tuffrey-Wijne, I., Bernal, J., Jones, A., Butler, G., & Hollins, S. (2006). People with 
intellectual disabilities and their need for cancer information. European Journal of 
Oncology Nursing, 10(2), 106–116. doi:10.1016/j.ejon.2005.05.005 
 
Turner, S., Sweeney, M., Kennedy, C., & Macpherson, L. (2008). The oral health of 
people with intellectual disability participating in the UK Special Olympics. Journal of 
Intellectual Disability Research, 52(1), 29–36. doi:10.1111/j.1365-2788.2007.00971.x 
 
Van Hooren, R., Widdershoven, G., Van Der Bruggen, H., Van Den Borne, H., & Curfs, 
L. (2005). Values in the care for young persons with Prader–Willi syndrome: creating a 
??
199 
meaningful life together. Child: Care, Health and Development, 31(3), 309–319. 
 
Verdonschot, M. M. L., De Witte, L. P., Reichrath, E., Buntinx, W. H. E., & Curfs, L. M. 
G. (2009). Impact of environmental factors on community participation of persons with 
an intellectual disability: a systematic review. Journal of Intellectual Disability Research, 
53(1), 54–64. doi:10.1111/j.1365-2788.2008.01128.x 
 
Walsh, P. N., Heller, T., Schupf, N., & Van Schrojenstein Lantman-de Valk, H. (2001). 
Healthy Ageing – Adults with Intellectual Disabilities: Women’s Health and Related 
Issues. Journal of Applied Research in Intellectual Disabilities, 14(3), 195–217. 
doi:10.1046/j.1468-3148.2001.00070.x 
 
Walsh PN, Heller T (Eds). (2002). Health of women with intellectual disabilities. Oxford, 
UK: Blackwell Publishing Company. 
 
Wathen, C. N. (2006). Health Information Seeking in Context: How Women Make 
Decisions Regarding Hormone Replacement Therapy. Journal of Health Communication, 
11(5), 477–493. doi:10.1080/10810730600751979 
 
Weaver, Thomas, ed. (2002). In The Dynamics of Applied Anthropology in the Twentieth 
Century: The Malinowski Award Papers. Oklahoma City: Society for Applied 
Anthropology. Chapters 7; 20; 22. 
 
 
Wehmeyer, M. L., & Bolding, N. (2001). Enhanced self-determination of adults with 
intellectual disability as an outcome of moving to community-based work or living 
environments. Journal of Intellectual Disability Research, 45(5), 371–383. 
doi:10.1046/j.1365-2788.2001.00342.x 
 
Wilkinson, J., Dreyfus, D., Cerreto, M., & Bokhour, B. (2012). “Sometimes I Feel 
Overwhelmed”: Educational Needs of Family Physicians Caring for People with 
Intellectual Disability. Intellectual and Developmental Disabilities, 50(3), 243–250. 
doi:10.1352/1934-9556-50.3.243 
 
Wilkinson, J. E., Culpepper, L., & Cerreto, M. (2007). Screening Tests for Adults with 
Intellectual Disabilities. The Journal of the American Board of Family Medicine, 20(4), 
399–407. doi:10.3122/jabfm.2007.04.060210 
 
Wilkinson, J. E., Deis, C. E., Bowen, D. J., & Bokhour, B. G. (2011). “It”s Easier Said 
Than Done’: Perspectives on Mammography From Women With Intellectual Disabilities. 
The Annals of Family Medicine, 9(2), 142–147. doi:10.1370/afm.1231 
 
Wilkinson, S. (1999). Focus Groups A Feminist Method. Psychology of Women 
Quarterly, 23(2), 221–244. doi:10.1111/j.1471-6402.1999.tb00355.x 
??
200 
 
Wilkinson JE, Dreyfus DE, Bowen DJ, Bokhour B. (2013) Patient and provider views on 
the use of medical services by women with intellectual disabilities. Journal of Intellectual 
Disability Research [in press] 
 
Wolf, Naomi. (2002). The Beauty Myth: How Images of Beauty Are Used Against 
Women. New York, NY: Harper Collins. 
 
Yamaki, K., Hsieh, K., & Heller, T. (2009). Health Profile of Aging Family Caregivers 
Supporting Adults With Intellectual and Developmental Disabilities at Home. Intellectual 
and Developmental Disabilities, 47(6), 425–435. doi:10.1352/1934-9556-47.6.425 
 
Yazbeck, M., McVilly, K., & Parmenter, T. R. (2004). Attitudes Toward People with 
Intellectual Disabilities An Australian Perspective. Journal of Disability Policy Studies, 
15(2), 97–111. doi:10.1177/10442073040150020401 
 
Zalewska, A. and Sulewski, J. (2012). Vocational Rehabilitation Employment Outcomes 
for Transition-Age Youth with Intellectual Disabilities. DataNote Series, DataNote 39. 
Boston, MA: University of Massachusetts Boston, Institute for Community Inclusion. 
 
 
 
 
 
 
 
 
 
 
 
 
? 201 
CURRICULUM VITAE 
? 202 
? 203 
??
204 
